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TUESDAY, APRIL il, 1981 

XkS, Senate, 
Subcommittee on the HANDiCAPP^a), 

CoiClMITTEE ON LabOR AND HUMAN KESOURCES, 

. Washington, RC, 
The subcommittee met, pursuant to notice, in the Judiciary Com- 
mittee hearing room. State Capitol Building, Hartford, Coiyfi., Sena- 
tor Lowell Weicker, Jr. (chairman of the subcommittee) presiding. 
Present: Senator Weicker. 

Senator Weicker. In recent weeks the Senate has shown itself to 
be willing to recognize the' special heeds of citizens with disabil- 
ities. As chairman of the Senate Subcommittee on the Handi- 
capped, I am pleased with these early indications of support. 

However, it must also be noted that at no time in the brief 
history of Federal support for education and training programs for 
handicapped children and adults has there been as strong a chal- 
lenge as there is today to substantially reduce Federal funding and 
monitoring of such programs. 

It is now more important than ever that a record be compiled of 
how a system of services for retarded people is set up and how it is 
working. I look to these 2 days of hearings to establish such a 
record. 

These hearings are intended to seek the views of parents and 
professionals alike on the opportunities for mentally retarded 
people* and what action might be taken by the Congress to improve 
or expand needed services. * » 

I am very pleased that a wide range of persons concerned and 
con^mitted to meeting the needs of retarded citizens have accepted 
an invitation to share their outlooks with us. The issues we will 
deal with today and tomorrow are extremely important. 
, Many of us are becoming aware that the needs, aspirations and 
sensitivities of individuals who are mentally retarded are similar to 
those of other people. It was not until 1972, less than 10 years ago, 
that a Federal court established the right to an* appropriate public 
education for all retarded children. 

In 1973, with the passage of the Developmental Disabilities As- 
sistance and Bill of Rights Act, Congress accepted the principle 
that all retarded persons have the potential for learning and 
growth and established the right to habilitation that is least re- 
strictive of the person's personal liberty. 

The /Strength of research and developing technology continues to 
raise our expectations concerning the abilities of retarded people 
and what they can achieve. It is my nope that the next 2 days of 

(1) 



testimony will challenge our vision about people and the concepts 
of independence and dignity. ^ * 

At this time, the Chair would like to enter into the record 
statements by Senator Orrin Hatch'of Utah, chairman of the full 
committee and S^.nator Harrison Williams of New Jersey, and to 
also acknowledge the presence of Nancy Zollars of Senator Wil- 
liams' staff, and Chris Lord of Senator Hatch's staff. 

[The prepared statements of Senators Hatch and Williams 
follow:] ^ ^ . 

Prepaukd Statement ok Senator Hatch 

Senator Hatch^ As we know, all persons residing in the United States are guaran- 
teed basic human and civil rights by the U.S. Constitution as upheld by the Su- 
preme Court. Unfortunately in the past, the application of these rights has not been 
universal for all, particularly the handicapped. 

Even though the individual rights of people were guaranteed by the Constitution, 
this has not always prevented discrimination against specific segments of the popu-^ 
lation. History has witnessed a ad documented much discrimination. Originally, the 
handicapped were thought incapable and removed from society. Thus, the basic 
principle of due process was denix,-^ along with their opportunity to live as normally 
as possible. 

During the 1970*s, a new dawn arose in America. The individuals with character- 
istics that differed from those typical of the rest of the population became the focus 
of the ''handicapped movement. ' People began to recognize the handicapped per- 
son's contribution to society. The disabled were allowed to exercise their rignts in a 
responsible manner nd live in their respective communities. Deinstitutionalization 
ana normalization became a viable alternative because Federal, State, and local' 
governments joined with private citizens to access support services for handicapped 
persons. 

However, in the midst of all this change, the availability of appropriate housing 
and services for handicapped citizens has presented a msyor obstacle in pursuit of^ 
their right to choose a place to live and oe provided with services in his or her 
community. Because of this oversight, the provision and protection of the rights of 
persons with handicapping con^ditions has become a relevant undertaking in the 
legislative orocess of this country and throughout the world. 

During the past few years, a number of innovative and effective provision for 
rights and services has been enacted along with legislative mandates for their 
enforcement. Our disabled citizeYis have gained much visibility and support. As q ^ 
result, many previously "closed doors" have been opened for the handicapped. I am 
proud to have; played a significant role in this movment. 

In the process of bfjcoming recognized, the handicapped population of America has 
asked to be granted the following: The right to services in the local community; the 
right to vote; the right to open communication; the right to acquire and dispose of 
property; the right to marry and have children; the right to have a fair trial lor any 
alleged ofTense; the right to engage in leisure time activities; the right to receive 
sucfi special training, rehabilitation, guidance, counseling, and education as may 
strengthen his/her ability to exercise these rights with a minimum of ab/idgment; 
and the right to choose a place to live in the least restrictive environmenft suitable 
to individual needs. 

I am pleased that these field hearing hav^ been organized to address the most 
important of these rights— the right to achieve maximum growth and skill develop- 
ment through placement in appropriate housing, educational, and social service 
programSv I commend my colleague. Senator Lowell Weicker, for his perceptiveness 
ana determination to adaress the needs of the mentally retarded. Together, we must 
all accept the challenge and assist in the national eHbrt to improve the lives of our 
country s largest minority, America's 40 million disabled persons. 

Prepared Statement of Senator Wiluams 

Senator WiLUAMS. It is a great pleasure to welcome the distinguished witne^es to 
these Subcommittee on the Handicapped hearings in Hartford, Conn. While I 
cannot be present personally, I have anticipated these hearings with great interest 
and expectation. It is a great Credit to our distinguished subcommittee chairman. 
Senator Weicker, that the first hearings of the subcommittee in the 97th Congress 
are for the purpose of exploring the issue of deinstitutionalization of handicapped 
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people. I am hopeful that these 2 days of hearings will provide a sound basis for the 
development of clear and comprehensive nationeil policy on the issue of 
deinstitutionalization. ^ 

This subcommittee has a distinguished history in forth rightly expressing the 
needs and protecting the rights of handicapped citizens. The Education for All 
Handicapped Children Act has received bipartisan support in the Congress and 
national support across the country. This law has resulted in thousands of children 
receiving appropriate education in public schobis, often for th6 first time. The 
Rehabilitation Act and amendments is designed to train handicapi>ed iMjople, with 
^he most severely handicapped people having a priority for this service, to work and 
live independently. Both these laws are particularly germane to recall today be- 
cause the services they provide have actually prevented the institutionalization of 
many people. These Federal laws also insure that services will be available when 
people emerge from institutions- to live in community homes. 

This subcommittee also authored the Development^illy Disabled Assistance and 
gHl of Rights Act. This law helps to' define the right to "appropriate treatment, 
services, and habilitation * .* * desigiTed to maximize their developmental potential 
• • • Tn the setting least PQStrictive of the person's personal liberty.** 

Our subcommittee therefo!*(? comes to this hearing with n substantial investment 
in the issue of deinstitutionalization, and ready to learn what the experts and 
parents gathered here can teach us about furtl^r needs and further action we can 
take to continue ouc commitment to protect the rights of this minorrty population 
and provide the services they require to lead full;jj)roductive lives. \ 

Senator Weicker. As the first witnevSs before the committee, I ani 
delighted to have with us the Governor of the State of Connecticut, 
the Honorable William O'Neill. 

STATEMENT OF HON. WILLIAM O'NEILL. GOVERNOR OP fllE 
STATE OF CONNECTICUT 

Governor O'Neill. Good morning, Senator. It is my pleasure to 
welcome you and your subcommittee home to your State of 
Connecticut, and to give you brief opening remarks for your hea^ 
ings. 

I share**your concern for these special people. We in Connecticut 
are proud of our State's pioneering role in the development of 
- effective services for mentally retarded persons. 

We have come a long way from the days when placement in a 
training school was regarded as the only alternative available to 
parents of handicapped children. 

In the 1960's, it was our State which first developed the regional 
service system that ultimately became a model for the Nation. This 
regional system recognized and responded to a wide range of needs 
^ and capabilities of our retarded citizens. 

I can point with pride to a growing range of services available to 
retardec^ people in Connecticut— traming schools for the most se- 
verely handicaprpeii; the regional programs which include special 
daytime services; and array of resi.dential programs within the 
regional center facilities, group homes, community training homes, 
supervised apartments, and independent living. 

The efforts of our State to provide this range of residential and 
program options to retarded citizens are an excellent example of 
the innovation and progress that are part of the Connecticut 
heritage. . * 

However, our job is not at an end. We must continue to expand 
these responsive programs so that they can be made available to 
each and every person who needs them. This is a challenge for all 
of us at the Federal, State, and private, sector levels. 



First, it is a challenge to the FederaLGoyernment to continue to* 
provide funds to help in the development^ and oper;rition of first- 
class residential programs, primarily through the medicaid pro- 
gram. . ' ^ . V 

There are further challenges to the Congress to maintain the 
identity of programs for the developmentally disabled within the 
Federal bureaucracy, and to develop national standards and fund- 
ing formulas to support the development of a wide range of serv- 
ices for mentally retarded persons, no matter where they live. 

Next, the State of Connecticut will be challenged to continue to 
improve and expand services to i£s<retarded citizens in the face of 
massive cuts in Fe^deral dollars coming to our State, and in the face 
of our own limited tax revenue forecasts. 

In spite of the discouraging fiscal situation in our State, the 
budget I proposed for fiscal year 1982 includes an increase in the ^ 
budget for the Department of Mental Retardation from ?87.7 mil- 
lion in the current fiscal year to nearly $94 million next year. 

This is an increase of more than $6 million or more than 7 
percent. The recommendation for additional funding includes: 

Funds for 100 neyv positions to allow the opening of the new 
Bridgeport Regional Center and the Clifford Street Transitional^ 
Living Facility in Hartford; 

Continued funding of 173 additional positions to improve the 
intermediate care facility program. These were originally added to 
the Department's current-year budget by the Finance "Advisory 
Committee last December; and ' * 

Capital funds for the renovation of several cottages at the South- 
bury Training School so that they can be certified as intermediate 
care facilities to provide more individualized programs to residents. 

There is one final challenge— to the service providers and advo- 
cates of Connecticut. They must work together to develop innova- 
tive ways to finance atii deliver the additional services that are 
needed by retarded citizens. 

In this period of fiscal retrenchment, it is not enough to point 
out needs and advocate solutions that require massive spending by 
the State and Federal Governments. We must now explore public- 
private partnerships more fully and, whenever possible, pool our 
efforts and our resources to improve the quality of life for retarded 
persons and handicapped citizens in our State. ,\ 

It is a privilege for me to endorse this public hearing' as an 
educational and fact-finding project. I sincerely hope that it leads 
to I'urther constructive dialog among all parties for the benefit* of 
our retarded citizens. 

Senator, thank you .very much for the opportunity to appear 
before you this morning. ^ 

Senator Weickeu. Governor,, thank you very much for your testi- 
mony. 

Governor O'Neill. Thank you. ' ^ 

Senator Weickeu. The jnext witness to appear before the commit- 
tee will be the CoufCressman from the Fourth District of Cpnnecti- 
cut, the HonoraLliS Stewart McKinney. 
dood morning. . ^ ' 
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STATEMENT OF HON. STKWART B; McKINNEY, A REPRKSENTA- 
TIVE IN CONGRESS FROM THE STATE OF CONNECTICUT 

Mr. McKiNNEY. Mr. Chairman^, I* appreciate the opportunity to 
appear before the Subcommittee on tha Handicapped to express my 
views on the current levef of care and services for the mentally 
retarded in Connecticut and the Nation. 

Over the past two decades, the policy of institutional custody for 
the mentally disabled in this Nation 'has been virtually eliminated 
in favor of complete treatment and rehabilitation in the communi- 
ty. - . • 

As you know, this transition has occurred with the goal of uni- 
versal community care in mind.-' Todays however, it is clear that 
this noble goal has • "produced a fragmented, uncoordinated, and 
even harmful mental health delivery system which mandates 
placement of many patients Mn community settings and encourages 
frustration and aifiger on- the part of all those affected. 

In the next decade, therefore, it is my hope^that we can bring 
about a moderation of the emotional rhetoric on this matter to 
provide mentally disabled citizens the option of choosing the most 
appropriate and beneficial form of treatment. 

In 1963, President John P.* Kennedy , presented what Nyas to 
become a national objective for the treatment of our Nation's, re- 
tarded citizens: Th& transfer of the mentally disabled from large 
Stato institutions to small community treatmeYit centers. 

This approach has been "applied .primarily in tho four areas of 
pi^lic social policy: Adult criminal justice, iuvenile delinquency, 
mental health, and mental retardation. In all four areas, policies 
and programs are carried at Federal, State, and local levels. 

Treatment of the montall^f disabled, as designed by the Kennedy 
admi.iistration, was a maSsive reform in the deliveiy services. 
The KeJnnedy goals were threefold: To move treatment centers 
from State hospitals and training schools to community facilities; 
to prevent the causes of mental retardation; and, to intensify ef- 
forts to discover the causes of mental retardation. 

Upon tie recommendation of the Joint Commission on Mental 
Illness and Health, the core of that plan became the community 
mental health center. The community mental health center was 
designed to provide a broad ran^e of services intended to replace 
State institutions. \ 

Specifically, the community mental health center goals were: 
Prevention of unnecessary hospitalization; curtailment of the 
length of hospital stays when it has beiJn required; and the as^mi- 
lation of patients into the community for rfehabilitation. Botn the 
representation of social reform and the realization of budgetary 
savings earned Kennedy's program swift, bipartisan support in 
Congress. 

The refinement and expansion of the Kennedy plan has contm- 
ucd in a rapid yet uncoordinated mt>nner since the enactment of 
the Cpmmunity Mental Health Centers Act 17 years ago. 

In subsequent years, five Presidents have endorsed the concept 
and goals of the program. Federal initiatives helped 'solidify this 
approach 'as the dominant theme in the care of the retarded. 

In later years, other Federal programs, such as medicaid, supple- 
meatal security income, vocational rehabilitation and development 



tal disfibilities, have been enacted or amended to allov/ more men- 
tally disabled persons to^live ond be treated in their communities. 

In addition, Federal dfstrict court decisions have mandated that 
States direct their rehabilitation efforts into the community treat- 
ment centers and away from State institutions. • 

In Wyatl v. Stkkney, a Federal district court in Alabama ruled 
that the mentally retarded had a ''constitutional right to treatment 
in th*e least restrictive setti'ng necessary" and in OVonnor v. thn* 
alclson the Supreme Court ruled that a State cannot constitutional- 
ly confine a **nondangerous person who is capable of surviving 
safely in freedom without offering treatment to the individual." 

I wholeheartedly endorse .the aspirations and objectives of the 
community mental health center movement. I do so in the belief 
that, where feasible and appropriate, community care is the most 
proper and humane form of treatment for the mentally disabled. 

However, upon examination of the current status of.community 
care facilities and programs nationwide, it ia clear that the imple- 
mentation of these original goals has verged upon disaster. 

This serious lack of progress in attaining national objectives for 
the mentally disabled is causing hardship, injury, and in some 
extreme cases, even death. 

There are three basic faults with the current treatment delivery 
system for thfe'mentally disabled. First, thOre is a critical shortage 
of community treatment centers. Second, aischarged patients are 
not being rehabilitated in the community ^nd thereby causing 
unnaturally high readmission rates to State hospitals* Finally, the 
use cf nursing homes as a substitute for community care facilities 
or hospitals is highly unsatisfactory. 

The appalling sliortage of con^.munity rehabilitative facilities is 
.the primary shortcoming of the current community treatment of 
the mentally disabled. As a result of Federal initiatives, rapid 
discharges, of patients from Stiite hospitals into the community 
took place from 1055 to 1975, causing a 65-percent reduction in the 
census of. residents at State hospitals. 

Unfortunately, Mr. Chairman, the broad spectrum of community 
services needed to suitably care for the newly discharged patients 
has not been established. As a result, patients were abandoned to a 
neglected'and uncertain existence. 

A 1977 General Accounting Office report on the mentally dis- 
abled—defined therein as the mentally ill and the mentally retard- 
ed combined— stated: 

Many mentally jlisabled fx^rsons have bwn released from the institulwns before 
iiufncient communUv services .and facilities were available and without adetiuate 
planning and fulluwup. Others, enter, remam m, or reenter institutions unnecessar 
ily 

While many mentally disabled persons have been released from 
institutions (\nd placed in group home«, foster care homes, and 
supervised apartments, with a satisfactory range of services, others 
have not fared as well. 

The General Accounting Office report described many communi- 
ty residences as "overcrowded, suostandard, and dirty facilities 
without provision being made for needed services.** Importantly, 
the Government Accounting Office report found that these prob- 
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lems occurred in "all of the States we reviewed. Studies done by 
others identified this problem in other States.** 
In extreme cases, Mr. Chairman, the poor condition of a btikiKling 

.home due tc a lack of Federal and State minimum standards, ;.&nd 
inadequate support staff has lead to death for some residents. 

In 1980 and early 1981, a total of 64 residents of several New 
Jersey boa^'ding homes perished in fires. *^ '•ding to preliminary 
reports of the U.S. House of Representatives Committee on Aging, 
**most victims appeared to have been r.ecent residents of State 
institutions for the mentally impaired or retarded.** We cannot 

_^allow patients to be discharged to facilities of such poor quality 

"\Yhlch .may endanger their health and well-being. 

The second glaring weakness of the current method of communi- 
ty care is the significant increase in readmissions to State hospi- 
tals. According to a 1978 Scientific American article, 

• * * admibsions lo State hospitals increased from ^8,000 ui lOoo to a pc»ak of 
390,000 in I97*.i nnd hafl declined only IJT.VOOO by 1971.' Moreover, a growing propor- 
tion of these admissions \vert> readmissions, with about une-half of the released 
patients readmitted witfiin a year of discharge. 

While the Department of Health and Human Services no longer 
collect admissions data from State institutions, a study conducted 
by the National Association of Superintendents of Public f'acilities 
for the Mentally Retarded stated: 

The primary reason fur the readmisston was a lack of community services such as 
living <i\.ci)mmudations, comprehensive services and follow up. The failure to adjust 
to community living and community rejection were also cited as factors. 

This readmission syndrome reached the absurd in Nebraska 
^yhere 12 patients had been released and readmitted a tptal of 127 
times and'l patient has been readmitted 27 times. I point this out 
only to present the lack of comprehensive, coordinated and effec- 
tive nationwide community rehabilitation system. 

Finally, the use of nursing homes has, in effect, transferred 
patientSr not to a community setting, but from .one institutional 
warehouse setting to another institutional warehouse setting. 

The National Center for Health Statistics- showed a 48-percent 
increase in the lumber of nursing home residents with menjal 
"disabilities how 1069 to 1977. One of the prime goals of the Kenne- 
d> reforms Nvab to place patients in small, community based homes. 

However, a study by the Department of Health and Human 
Services concluded that: 

' • * • mortsthan ."0 percent of the nursmt; hume residents were m facilitie.s with 
ion 'beds ur more and «ib«jut \o '(KTcont were in facihties with 2()0 beds or more. 

, In Addition, numerous incidents of questionable practices have 
emerged concerning the unsupervised care received in skilled nurs- 
ing facilities arid intermediate nursing facilities. The 1977 Govern- 
ment AccounMng Office Report stated; 

,* * * many of the}>e arc not staffed or prepared to' handle the developmental 
ps>chi<itrjL ntrdh *>f tht ment«dl> Jistibled Some did nut meet ^iifelv or patient care 
.>t<UKl<ir(i<s. Sonit' v\ere »o large., in effi'ct, that persons were moved from one mstitu 
tion^to anotlier ^ ^ . 

The net effect of this policy is not a community environment 
conducive to rehabilitiation, as Presiclent Kennedy outlined, .but 
another form of an institutional environment with substandard 
levels of care, > 
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Clearly the appalling lack of necessary community services, the 
extraordinarly high hospital readmission rates, and the extensive 
use of improperly administered nursing homes indicates ..that the 
goal of rehabilitation in the community has not been accomplished. 

Because the responsibility for the mentally disabled is generally 
fragmented and unclear many have suffered needlessly. I am very 
concej ned that under the guise of community care many States are 
using a poorly written Federal policy and the potential for budg- 
etary savings to clear institutions of patients and ''dump" them in 
the community where they are without even minimal services. 

In short, ,we have moved from institutional warehousing to com- 
munity warehousing. Since this policy can no longer be tolerated, 
we must act^to restore the use of State, hospitals when community 
facilities are unavailable. This option, if not the most desirable, is 
certainly more humane than allowing the mentally disabled to be 
released to a life of uncertainty, unspeakable squalor, and possible 
death. --^ 

Mr. Chairman, I want to reiterate my conceptual support for the 
community mental health center reforms. Where appropriate and 
feasible, they represent the best possible, care for the retarded. 

However, premature implementation of total deinstituti'^naliza- 
tion is irresponsible, immoral and a disservice to those retarded 
citizens it intends to serve. 

.Wj|ae analyzing this issue my goal will be to allow specific 
Jjl^fiB ^nt for an individual to be determined not on the basis of 
^^wKro^, but according to that individual's need for services. 

While individuals should not be placed inappropriately in institu- 
tions, neither must they be dumped indiscriminately into the 
streets. The States should maintain a full range of high quality 
comprehensive community and institutional services in order to 
best meet the needs of the mentally disabled. 

. With this in mind, I have solicited comments from mental bealtK 
directors, professional associations, parent groups and o.tl^r inter- 
ested paities to determine what is necessary toj achieve tnis solu- 
tion in an equitable mai\ner. 

My statements today are not for the purpose of criticizing any ' 
group or any organization but to point out how far we have strayed 
* from .our original intentions. Nor \3 it my purpose to suggest a 
radical deviation in our national policy for the mentally disabled. 

Rather, it is my hope that the community mental health system 
can continue in a mure rational and reasonable manner, providing 
the greatest possible alternativeh for mental health care and serv- 
ices. ^ 

While, it cannot^'be said that we have failed completely, it can be 
iynggesled that the wa> we are proceeding is unsatisfactory'. Wt can 
do bet.ter and for the sake of those we serve, we must. 

Senator Weicker. Congressman, thank you very much for a very 
thougl]tful staten^ent. Both you and I are coming home today, in 
effect, bblng here in tlie State capital and the State legislature. 
Both of us have seen the promlnant rdle played by the State of 
Connecticut over the years in the matters that are the subject of 
.our attention today. 
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I wonder, while w€ have you her^ as to whether or not you 
might comment on tl.e funding situation, at least as you evaluate 
it, as it arises in the House of Representatives. % 

know that we went through this exercise in the Senate and, 
unfortunately, whatever directions we go in, it all costs money. 

i i^now the original budget, as it came before the Senate, was, in 
real terms, a 10-percent reduction. Thanks to Chairman Hatch and 
others on the committee, we were able to restore some of those 
funds, not all of them. 

Now, the matter lies in the lap of the House, and I was wonder- 
ing whether you have any ideas as to what direction, from a 
' funding point of view, is going to be in the House. 

Mr. McKiNNEY. I think in the pragmatic world of today, the 
direction is going to be down. The House, will restore some funding 
but I think tnat the funds are going to be less available from the 
Federal Government in years to come. 

The States' effort is going to— and I congratulate Conneclicut. 
Connecticut's care and treatment of its mentally disabled citizens 
is an exception. I got interested in this because of the horrors I saw 
in Washington, D.C., as ranking member of the District of Colum- 
bia Committee. 

But I thmk it is all the more reason why the dollars are going to 
have to be spent more carefully, and there is a direct correlation, 
Mr. Chairman, between the proper care in the best circumstances^ 
and the amount of money that is spent in searching for the best' 
possible treatment, * 

If you put those -people in community facilities who are L'^st 
served,^ you are using the dollars best, and those who cannot reall^ 
be ver^ well served in the^community setting who are in an institi - 
tion, are using the dollars best in that course. 

So, there is a correlation between what is going to happen in 
Washington, which is obviously a reduction in funds; the question 
is how can we make it least harmful. I think we have to be very 
careful that we take care of people in the best possible setting for 
their particular illness. 

Senator Weicker. I am glad to have your comments because I 
think it really just accentuates the point of these hearings, which 
is that in a time of reduced funding what is necessary is that we all 
work together and we can't have people going off in different 
directions. 

We all want to achieve the same end result but, whereas in the 
past, this particular segment of our society could look upon the 
Nation as a whole as having an open and giving heart, it is not so. 

I think we are talking about an entirely different arena and it 
impre.sses upon me and, I hope, others the necessity to get the most 
out of the. dollars that are there, but more particularly, to present 
ourselves as a united group. 

, That doesn't mean to say that we all don't have different ideas, 
but as a united group, not one that is sparring among ourselves. 

Mr. McKiNNKY. I agree. The real thing here is how can we serve 
the most the best for the least amount of money-. Everybody is 
broke. Here in the two chambers of this building they are dealing 
with a $40 million State deficit. 
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In Washington, b.C, even with the I^resident's budget, the new 
debt ceiling, I gather, is going to be $1,070 billion. I can't even say 
it. * 

So, the problem is how do we do the best job possible for the 
mentally disabled. That, really, is the whole issue. 

Senator Weicker. Thank you, Congressman. It is good to have 
you with us. 

Mr. McKiNNEY. Thank you, Mr. Chairman, It is good to see you. 

Senator Weicker. At this time the committee will have present- 
ed an overview and history of present services by Gareth Thorne. 
Commissioner Thorne will have members of his staff from the 
State department of mental retardation office and the regional 
center to share part of his presentation time. 

Commissioner Thorne, I will let you handle this, in any way that 
you deem most appropriate. 

I might add that during the cour^ of these hearings, because 
this is vft my. hearing, it belongs to everybody in this room, if 
there are those that either have questions or have a i>oint they 
want to get across, if they will so put it in writing and give it to a 
member of the staff I can assure you your particular question or 
your particular point will be made during the course of tlje next 2 
days. 

Commissioner Thorne.^ ^ 

STATEMENT OF GARETH THORNE, COMMISSIONER, STATE IDE- 
PARTMENT OF MENTAL RETARDATION, STATE OF CONNECTI- 
CUT, ACCOMPANIED BY LYNN GF£AVINK, DEPUTY COMMIS- 
SIONER; ROGER McNAMARA, SUPERINTENDENT, MANSFIELD 
TRAINING SCHOOL; MICHAEL BELMONT, SUPERINTENDENT, 
SOUTHBURY TRAINING SCHOOL; DANIEL O'CONNELL, SUPER- 
INTENDENT, HARTFORD REGIONAL CENTER; EVERETT 
O'KEEFE, SUPERINTENDENT, JOHN DEMPSEY REGIONAL 
CENTER; GEORGE DUCHARME, .SUPERINTENDENT, TOLLAND 
REGIONAL CENTER; AL DODSON, DIRECTOR OF EVALUATION 
AND STAFF DEVELOPMENT; GEORGE MOORE, SUPERINTEND- 
ENT, CENTRAL CONNECTICUT REGIONAL CENTER; BILL 
DOWLING, SUPERINTENDENT, NEW HAVEN REGIONAL 
CENTER; TOM SULLIVAN, SUPERINTENDENT, SEASIDE RE- 
GIONAL CENTER 

Commissioner Thorne. Senator Weicker, I am very delighted to 
be here today. Thank you very much for asking myself and allow- 
ing me to bring along members of my staff 

My comments will be very brief. My thought was that it would 
be much more important for you to hear from people who were 
actively engaged in providing services within our various facilities 
and monitoring such services in our central office. 

So, I am going to make a few comments. Also, I will show a few 
slides just simply to set the pace. You have a copy before you of 
these plates that will be shown on the^screeen so that it will be 
easier for you to see them, and I am sure at that time we will have 
to ask them to shut the television lights off. ^ 

One of the things I vyant to open my comments with is that I 
think that Connecticut is extremely fortunate to have a collection 
of exceedingly; capable professional people to operate its various 
services and give direction to the department's program.. 
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You will be hearing from some of these people today and I am 
sure you will be very pleased to hear what they have to say. 

With me, to my left, is Marilyn Gravink,,who is the deputy 
commissioner for the department of mental retardation and she 
will be sitting with me here this morning. We will bring witnesses, 
probably singly and sometimes in groups* of three, to the table so 
that we can expendite our.program. 

^ To gtart off, I would just like to comment that Connecticut, back 
in the early days of thinking about where to go with reference to^ 
the mentally retarded, gave some very significant thought at a 
time when there was a transition in the middle fifties up to the 
early sixties from the concept of institutionalization as the princi- 
pal form of programing, to the concept of returning people to the 
community who could be returned to the community and a concept 
of retaining in the community those people who could be retained 
in the community for appropriate services. 

As a consequence, Connecticut underwent an evolution of change 
of service location, to some extent, earlier than most States went. 
This was part of a movement, however. I think the Senator needs 
to understand that throughout the country there was a movement 
and it was somehow and in some way related to the civil rights 
movement as well, where there was more attention being given to 
handicapped people and minority people. 

So, it was part of a whole process in this country in the evolution 
of change. 

The other thing is that we need to bear in mind that prior to the 
early sixties in this State and in most States the only place where 
an individual could receive an education, who was mentally retard- 
ed, was within 'a training school, and that is where they got the 
name training school. * ' 

So that we saw the population of ''institutions" or ''training 
schools** in the middle fifties and the early sixties a much different 
population of people simply because many of them were thera for 
the educational purposes because such services were not available 
in the public schooLprograms. 

So that the change of the training school population also came 
about partly due. to the fact that the public schools began to offer 
special education for , handicapped people in the early sixties 
throughout the country. 

Just for the purpose of giving us a quick overview and to set the 
stage, this is the state of the art in 1960 as far as the State of 
Connecticut was concerned. 

[Slide projections shown.] 

We had two facilities— those are gredn squares—located in two 
cornel's of the State: Southburv and Mansfield Training Schools, 
But this was the time, in 1959, when a new law was passed in 
Connecticut enabling a new office of mental retardation be created 
within the health department, which then later became the depart- 
ment of mental retardation in 1975. 

Basically, from that beginning we went to 1960, when the deci- 
sion was, through very careful planning, to divide the State into 12 
regions. The purpose of dividing the State, and this was an admin- 
istrative 'decision and the boundaries were, in that sense, artifi- 
cial—there were not staff available for each of these regions, but 
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the idea was to break the State into workable populations, popula- 
tions where \;hatever may follow from this concept would be 
within a reasonable distance of the services that would be envi- 
sioned. 

And, so, it was predicated on dividing it into regions where 
services, when established, would be available to people within 20 
minutes. 

Then, by 1965, and there is one triangle missing. The red trian- 
gles represent regional centers and there should be one there for 
New Haven. By 1965, the concept of the regional program began to 
evolve into reality and actual construction was beginning on the 
Hartford region and the New Haven region. The Seaside region 
had already been established. 

The 'basic thing to keep in mind is that at this time while these 
regional programs were beginning to evolve^ also the department 
evolveo a philosophy and principles of operation of regional pro- 
grams, of which you h^Me a copy in your materials. Senator. 

It is the basic philosophical statement of the department as it 
relates to services for the mentally retarded. Important to keep in 
mind is that this philosophy that was articulated in the early 
sixties has not changed significantly since that time simply be- 
cause, it is our belief, the philosophy very clearly spells out a 
system of services that would be appropriate, providing many op- 
tions, for mentally retarded people. 

Also, we felt it very important to be consistent over an extended 
period of time to allow the establishment of a solid base of service 
delivery systems. Rather than hep ping from one thing to another, 
develop an idea and stick with it and bring it to its full fruition. 

So, by 1970, we saw now that the service programs were begin- 
ning to expand so that additional regional centers were open and 
by this time we saw the emergency of group homes that had been 
estaolished in the midrsixties now as a viable resource for provid- 
ing services to the mentally retarded and allowing many to stay 
near home. 

The regional centers, as you will hear very shortly from other 
people, the services they offer were the mainstay of this program. 

By 1980, at this point in time, the department offered the arrav 
of services that are shown by these various symbols, ranging all 
the way from the training schools, the regional centers, the group 
homes, supervised apartments, special school district locations, and 
some new capital programs that were authorized. 

These are the funded and staffed programs of the dej^artment at 
this point. And you will notice in the regions there ri^-e clusters. In 
other words, the symbols are seen in every region, showing that 
the variety of services available is coming along. We would rather 
see a more rapid pace obviously, but within the funding we feel 
very comfortable with how we are moving at this rate. 

Also, aside from the services the department offers directly, we 
fund other programs partially or totally and regulate those pro- 
grams. In this particular 1980 depiction vbu see not only the serv- 
ices provided by the department but also services that it funds 
through grant-in-aid and through other funding. 

This is very important because part of the concept ,of the region- 
al system was that the department would catalyze and stimulate 
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the growth of services by the private sector, particularly the non- 
profit sector and the communities would come into ownership, as it 
were, of their own programs. 

This particular slide shows the department services direct, the 
ones it fufids and has direct involvement with. 

The next slide should actually be superimposed on the previous 
slide, but in trying to do that I found there were so many dots and 
'marks tliat you couldn't tell what it was. This slide we feel is a 
very important slide because it tells the continued involvement of 
the community based residential type facility and it shows the 
^ evolvement of the group homes which are the larger green circles 
and the little red dots that look like measles are the evolvemdnt of 
the community training home program, which there are now in 
excess of 240 such facilities. ^ - 

This is the backup residential program operated through the 
private sector, funded and regulated in great part by the Depart- 
ment of Mental Retardation and Department of Income Mainte- ^ 
nance and a very important aspect of providing an appropriate •* 
r place for people to live at home and not have to become institution- 
alized. 

We give grant-in-aid to the various States in the amounts shown 
here. Some areas of the State— this is a grant-in-aid program which 
received almost $1 million in grant-in-aid to help them establish 
community-hftsed services. I won't go over this total chart. You 
have a copy of it amongst your materials. 

But it shows the activities of the State in providing basic grant- 
in-aid funding through community services progl*ams operated by 
the department. 

Then, more recently, the 605 project which the State now funds 
directly, services and workshops and so forth for more severely 
disabled persons. This amount, last year, was $4.4 million allocated 
to the department and dispersed to eligible recipients. 

Basically, we have worked on the -whole concept of the evolve- 
ment of services throughout the State. I am quickly running 
through, just to show you how these things have grown by the 
department through the years. , ' 

Then, in 1974, we published our o>vn^ book, the insti- 
tutionalization fiooklet in which we outline the goals of the depart- 
ment which, again, are very similar to those of today. 

With that. Senator 1 would like to begin to call the witnesses 
and if it is all right with you I will arrange to do that. 

Senator Weicksr. Any way you deem fit. 

Commissioner Thorne. Thank you, sir. 

The first witness that I would like.to call is Mn Roger McNa- 
mara, who is the' superintendent of the Mansfield Trainmg School. 
Mr. McNamara will speak to the committee on the training 
schools. 

Senator Weicker. Roger, why don't you step up here. I had the 

{fleasure of being with Roger for an hour or so yesterday afternoon, 
t is nice to have /ou here at the hearing this morning. 
Mr. McNamara. I must confess that I have written at least three 
speeches for today and discarded all three. It is difficult to com- 
press the amount of history and philosophy that is attendant to the 
issues, particularly with the training schools. 
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I would like to also say that I am here on behalf of Mike 
Belmont, superintendent of the Southbury Training School, and 
hope that my remarks reflect his views as well. 

A theme has begun to develop this morning, I think that theme 
is, in- an era of shrinkage of available. .dollars how are we going to 
achieve our goals? I hope one way of achieving our goals is through 
such a forum as this because recently I have realized that conflict 
costs more money, a great deal more money than working together 



The conflict itself consumes money that could otherwise be de- 
voted to mentally retarded citizens apross the State of Connecticut. 

I am also thankful for this opportunity to speak djrectly to some 
issues. The first issue I would like to "discuss with you is that the 
training schools have been, struggling for years. They are responsi- 
ble for serving, right now, approximately 2,000 individuals who 
range in age from 8 years to 80 years, for people with so-called 
borderline intelligence to persons with catastrophic disabilities. 

We have been struggling with political, economic, social, clinical, 
an^ legal problems, and struggle to respond to needs and problems 
of so many people with other problems as well, including blindness, 
deafness, emotional disturbance, communication disorders, chronic 
brain dysfunctions. 

I would like to try to develop a perspective that problems often, 
discussed as institutions haye been deemed the problems in the 
field of developmental disabilities, but the true problem is larger 
^than a collection of buildings constructed in a certain fashion, 
located in a specific area of the State that identifies them as an 
institution^^ 

* Certainly tlierCL are problems in architecture, problems in staff- 
ing, supervision of staff, problems in the level and extent of train- , 
ing programs available for clients and for employees. But I worry 
very much that we become distracted by problems that are really 
symptoms, symptoms of greater problems: Public undenstanding, 
public support, public sacrifice fdr handicapped people. 

The traming schools have been overwhelmed by their responsi- . 
bilities. Despite their overextended condition, some people have 
prospered; people have been successfully treated and people have 
left the facilities for a new life because of the assistance by con- 
cerned staff. 

Lest there be any doubt in your mind, sir, and to the committee, 
Mr. Belmont and I, the superintendents of the training schools, are 
not resisting meaningful, constructive change. In fact, we are in- 
sisting on it, proselytizing for it whenever we can. 

Deinstitutionalization is an ugly and, because I happen to be a 
student of the English language, I know that it is aii illegimiate^ 
word. The phrase community living arrangement is a euphemism" 
for "home.' We need more hpmes, more apartments, schools, jobs, 
and training programs. X 

As more homes are created and services are expanded and we 
don*jt need to deinstitutionalize developmentally disabled persons, 
the staff of the Mansfield and Southl)ury Training Schools will 
automatically, reflexively, instinctively, if you will, seek out those 
opportunities for their clients without an order to relocate people 
from institutions to improved circumstances elsewhere. 
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The training schools can and should become smaller, clinically 
manageable, highly specialized facilities. They should be able to 
offer emergency, short-term care and strengthen a continum of 
care and habilitation for Connecticut's special citizens. The contin- 
uum of care approach appears to offer the most opportunities to 
people because of the variety of options for individuals end their 
families. ' ^ 

The generic services of communities must be expanded. General 
practitioners in all fields must be oriented to the needs of develop- 
mentally disabled people. Neighbors .must become more accepting 
and supporting of the fellow citizens with individual differences, 
and all this will require planning, education, advocacy and, I hope, 
continual evaluation so that as we gather experience and data we 
begin to understand where to emph£isize programs and services. 

The questions that are most sensitive these days, the ones that 
defendants in lawsuits are advised to avoid are: Must training 
schools exist; could all mentally retarded persons, especially the 
severely e^nd profoundly retarded, live safely, comfortably,. happily, 
and meaningfully in the average community in the State of Con- 
necticut? 

, Unfortunately, these are questions that polarize parents, profes- 
sionals, and advocates, inflame emotions and distract from what 
should be our true tasks. The severely and profoundly mentally 
retarded people can live in communities and they can be safe, 
happy and productive if they ^re well supervised, are provided all 
the habilitative services they need and support services when they 
have difficulties. 

Change is a process. It requires planning, thoughtful planning so . 
we can avoid some of the travesties that have occurred in the 
mental health field. If we are vigorous, if we are aggressive in 
community development and we emphasize the security, dignity 
and opportunities that peopje living at the training schools should 
have, in my opinion, the problem will resolve itself. 

But, as you said, only if we are creative and cooperative in 
improving programs, and expanding services in the community. 

I would like to add this one last thought and that is, as we 
pursue the dream— and I think we are all trying to pursue the 
same dream— some of us must articulate a concern that sometirties 
is unpopular: Is our society healthy enough, stable enough to be 
trusted to react to, support, and accept developmentally disabled 
people? 

I think that is a matter of conjecture but planning and support, 
education and advocacy should certainly promote the health and 
compassion, of our society. It is a process. It is not a matter of 
closinj^ facilities. It is a matter of creating opportunities. 

Thank' you. 

Senator Weicker. Thank you very much, Roger. 

Commissioner Thorne. We are going now to talk about the re- 
gional program evolvement and the regional program operation, 
which is at the heart of the Department of Mental Retardation 
Service plan and its philosophy. ' 

To present, we will have Mr. Daniel 0*Connell, the superintend- 
ent of^ the Hartford Regional Center, followed by Mr. Everett 
O'Keefe, superintendent of the John Dempsey Center in Putnam. 
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Mr. O'CoNNEa. Good "morning, Senator. I am Dan O'Connell. I 
am a Connecticut native. I have been employed by the State of 
Connecticut for 18 /ears. The last 6 years I have been employed as 
superintendent of the Hartford Regional Center of the Department 
of Mental Retardation. 

I am pleased to have the opportunity this morning to talk^to you 
about some of the services and programs available on a regional 
basis. 

My purpose is to discuss the programs and services of the Hart- 
ford Regional Center as an example of the many services which _are. 
available within the State of Connecticut, within the Regional 
System of the Department of Mental Retardation. 

I am not submitting this to you as a model, although there are 
many who feel that it could more than adequately serve as such. 
What I am suggesting, however, is that the Hartford Regional 
Center serves to illustrate a variety of activities which have been 
longstanding within the Department of Mental Retardation and 
the Office of Mental Retardation. 

Admittedly, from region to region you. may find that services and 
programs are packaged differently. You may also find that regional 
programs are in differing stages of development, depending on 
> their own historical background. 

The basic objective orientation which I will share with you is 
consistent throughout all* regional programing of the Department 
of Mental Retardation and consistent with our own department's 
plan, project challenge. 

My purpose, obviously, is not to duplicate the written material 
which you have before you. I am hoping possibly to elaborate on it 
and clarify it, and possibly help you see a regional program in a 
slightly different perspective. 

The major point which I wish to make this morning is that the 
Hartford Regional Center is much, much more than a residential 
facility that happens to be located in Newington. It is much more 
than that. 

It is that. And it is a very good residential facility located in 
Newington, but the Hartford Regional Center really is responsible 
for much more than that. It consists of a very comprehensive 
system of programs and services, both residential and day services, 
which exist as part of a network of human services in operation 
throughout the Hartford region. 

The Hartford Regional Center is very well integrated into the 
community. It is very well integrated into other professional agen- 
cies serving handicapped people in this regiop. It enjoys tremen- 
dous support, both community and professional support, and it also 
is responsible for meeting the needs of mentally retarded persons 
on a daily basis. Approximately 600 persons are served throughout, 
this network on a daily basis. 

For instance, one service which I would like to explain to you 
and elaborate upon are the residential alternatives available to 

^ persons. vvdiQ_need-Care or assistance_in_meeting_tli£Lj!esidentiaL. 

needs of their life in the Hartford region. 

The backbone and the basis for the residential program is the 
Hartford Regional Center residential services located in Newing- 
ton. This has a capacity for 96 persons. It is a totally certified 
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ICFMR, intermediate care facility/ title XIX certified, has been 
since 1975, offers a very intensive habilitation and training pro- 
gram, has all of the necessary support services of occupatMnal 
therapy, physical therapy, s^sychology, speech services, and so^ 
forth, that persons with various handicaps would need. ' 

The Hartford Regional Center residential program consumes ap- 
proximately 42 percent of the funds allocated to the facility. The 
next step in a continuum of residential alternatives which exist to 
people in this region— .and this is somewhat typical of what you 
\mxld find in other areas of the State— is a series of group homes 
that which throughout Hartford. 

Obviously, if you are talking about group home living you are 
talking about people who are more capable of independence, more 
capable of self-direction, require, less supervision, and require less 
intensive type of programing. In the Hartford region there are nine 
group homes with a total capacity of 132 mentally retarded per- 
sons. 

The homes vary considerably. We have two homes: The J.C. 
House I in Newington, which was given to us by the Greater 
Hartford J.C/s in 1970. Eight adolescents live in that, home. We 
have a similar J.C. house in Glastonbury. There are two ^idult 
homes ivhich we operate. Also we have five adult homes which are 
operated on a private basis in this region, but the basic model is 
the same; a family oriented,, normal home living environment in 
which people are given varying degrees of independence and sup- 
port to live in the community. 

TJie next step, if we go froVn the regional center and talk about 
people who are capable develppmentally are moving into the com- 
munity group home, the next step in that continuum is the super- 
vised apartment living program. 

Hartford is^ paiticularly fortunate ^o have three aparcfiient 
houses, well integrated discretely throughout the community which 
serve a total of 59 persons. The apartment houses are typical 
efficiency apartments which you would find in Hartford. There is 
either one or two mentally retarded persons living as a team in the 
apartment. There is one apartment unit in each building which is 
occupied by staff who serve as a backup to the persons living in the 
apartment; a resource, a counseling and support system. 

Mentally retarded persons pay the portion of their own rent 
which they are capable of and the agency supplements the differ- 
ence. The persons engage in very normal community living The 
interesting thing about the apartment living program— and this is 
remarkable— is that it was started by Mansfield Training School in 
1969. 

The group homes^which I have just listed in the Hartford region 
began in the early' sixties. The first apartment house opened by 
Mansfield Training School in Hartford was in 1969. Two others 
came in 1973 and 1974. So this is a longstanding, very successful 
program which has been operating in this area for some time. 

The fourth step on that continuum which has only recently been 
available in this region is the ability to provide retarded people 
who are livihg in apartments and ready for the next stage of 
independence, subsidized apartment living. This is subsidized hous- 
ing available through section 8 of the Housing and Urban Develop- 
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ment program. We have a staff member working full time locating 
housing and arranging for subsidized placement of mentally handi- 
capped people. Presently we have 19 persons placed in that pro- 
gram. 

The Hartford Regional Center has a very active community 
training program in which there are 32 comrriunity training homes. 
Approximately 32 persons are placed in community training 
.homes. We also have a very active respite program in v/hi'ch per- 
sons are given respite services or relief at the Hartford Regional 
Center. 

Ten or twelve persons a week are given respite services at the 
regional ceiii'^'i' as well as respite homes located throughout the 
community. 

To accept this appi oach, it is imperative that you accept a 'basic 
^ premise about mentally handicapped people, and that is they are 
different. They are different fron: one another to the same extent 
that you and I are different 

They have differing needs: they have differing abilities, they 
have differing personalities, likes, and dislikes and it is incumbent 
upon us to provide a system which accommodates those differences 
and treats individufal people as individuals. 

I wish I had 'time to elaborate upon the host of other services and 
programs available throughout the Hartford region, There are edu- 
cation programs; we have adult vocational programs, but all are 
# b^sed on the single premise of individuality of the people who we 
are committed to sferve. 

I understand fully well that these are very difficult days in 
public administration and I understand that we are in a period in 
which possibly a new consensus may be forming concerning the 
public policy for treatment of handicapped people in the future. 

In this particular region, as it serves to illustrate" other regions 
throughout the State, we have a program which has been immense- 
ly successful; the base is sound; it is firm and we are very confident 
that we can continue to build on those successes, allowing adequate 
public support. 

Thank you very much. 

Senator Weicker. Mr. 0*Connell, let me ask a question, and I am 
going to dsk this of the witnesses that follow. I suppose I should 
have asked Roger McNamara the equivalent question. 

Is your facility so constituted, so equipped, so staffed that you 
could take everybody out of Mansfield or out of Southbury and 
have them develop ahd progress at your type of facility? 

Mr. O'CONNELL. I wished you had asked Roger that question, 
♦ [Laughter.] 

Senator WeiCker. My question to him would be the opposite. In 
other'words, are there thosfe in his facility that should logically be 
in another lype of facility, one such as yours? 

Mr. O'CoNNELL. Let me begin to answer the question this way. 
There are about 193 persons from our region who are currently 
residents of Mansfield Training School. That is the primary popula- 
tion for which the Hartford Regional Center is designing programs; 
designing services to respond to those people origmally from our 
geographic area. I could give examples of what we anticipate as the 
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^future and the need to provide more intensive, more structured 
programing for those people. 

1 would say, as the regional center- is currently structured anu 
staffed, it would be extremely difficult to provide adequate, compre- 
hensive programing for all persons. I think that there obviously is 
a level of need and handicap which requires higher staff ratios, 
more intensive programing and more intensive structure 

I think, most certcunly, that our system, and our structure could 
accommodat(5 that. I think it would take more resources. I guess 
this is what I am saying to you. I think it would take additional 
resoujrces, ^1|U^. that the structure, in time, could accommodate those 
persons ^ell. That certainly has been^ our obiective in what we 
have ho^ >\orking On for the past sevp^^jal years. 

&mator W.^cker. I think you have answered the question. But 
tne structure, the present facilities could not; is that correct? 

Mr. 0*Coj/NELL. It\vould take additional resources. 

Senator Weicker. That is the second point, that it would take 
substantial additional resources. 

Mr. O'OoNNELL. Yes. 

Senator Weicker. Thank you very much. 

Commissioner" Thorne. The next person will be Mr. O'Keefe 
from the John Dempsey Regional Center, superintendent. 
Mr. 6*KEEFB/Good morning. Senator. 
Senator Weicker. Good morning. 

Mr. 0*Keefe. I am Everett O'Keefe, the original superintendent 
of the Dempsey Regional Center. I am in my 17th year as superin- 
tendent. 

The John Dempsey Regional Center was established on Novem- 
ber 9, 1964, as the fourth regional c^nt^r in the State, It was 
developed in the rural, economically deprived area of Connecticut. 
The original service towns were the 10 towns of northeastern Con- 
necticut. 

During our initial years, it was determined that we should also 
service the towns of Hampton, Scotland, and Chaplin so that now 
we service 13 towns. 

Prior to our agency's development in 1964, the only programmat- 
ic offerings for the mentally retarded in northeastern Connecticut 
was a 2-week day program in recreation and a 2-week overnight 
program in recreation offered by the Association for Retarded Chil- 
dren. 

This organization had heen founded in 1953. In the initial years 
of our operation we surveyed the area of northeastern Connecticut 
to. ascertain and prioritize the programs that were most needed, 

Tho original program that we determined was needed was a 
community-based psychological and medical diagnostic service. 
Originally, the center, when I was asked to go out to be superin- 
tendent, was told that there were 60 mentally retarded clients to 
be serviced in northeastern Connecticut. 

Over the 17 years of our operation we have over 1,500 clients 
who have passed through our agency seeking services. Presently, 
there is an active caseload of 323. Over the years, our agency, 
because of its location, has provided many needed services to other 
clients who are handicapped, 
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The regional center developed and has continued to develop as y. 
function very integral to the ^comrn unity. The immediate positive 
response which the regional center in Putnam has received has 
'pome from the communities that it services. 

TTiere are many reasons, which I am sure yo\i are aware, of why 
we have received such total cooperation and such a beautiful mar- 
riage between the communities we service and our agency. 

First of all, as I am sure you aware, our area is depressed, we 
lack public transportation—! know you can't cure any of these, I 
•^m aware of that— but we are the largest human service agency in 
our area. The citizens of the area have known much devastation 
over the years through flood, through the loss of industry and the 
area consistently seems to have the highest unemployment rate in 
the S^te. 

Today, in 1981, our regional center has Jjecome the focal poinj for 
a multitude of services, for the mentally Tiandicapped. These serv- 
ices have followed the philosophical trend established 1^ the de- 
partment wherein the programs have been brought to the clients 
and their families within the community. 

There are, today,, over 40 infants and young severe and profound- 
ly retarded children in daily programs at the regional center and 
also in the homes. Twenty-five miles from our agency there are 20 
children receiving therapeutic and academic progran:is within their 
local community. 

The residential popqlation of the agency has grown. from zero to 
56. We presently have 17 in a group home 10 miles from our 
agency and we have been working Very diligently in developing 
apartment programs. 

Today we have 25 clients in apartments located in three different 
areas. This has allowed us a great deal of mobilization. We have 
not expanded our buildings in the past since 1970, but \ye have 
been able to mobilize our clients because we have developed what I 
consider a unique apartment program, not unique to us but Unique 
within the State. 

At the present time, and somewhat in answer to your question, I 
can't unload Mansfield, I have to be honest with you. Senator, but 
we have taken 11 clients from the large training schools in the 
State, who are presently in our apartments and 14 of the 25 hajre 
come from our own community programs. ^ , 

In July of this year, and also thinking according to the economy; 
as was mentioned earlier, our center is going to open its third 
group home. This further illustrates what^ I think has been a 
beautiful and continual marriage between the communities and 
ourselves. • 

* The home is being purchased by the Association for Retarded 
Citizens of Quinebaug Valley. It is being funded through Farmers 
Home Administration. They have a 5-percent. mortgage for 40 
years. The home will be flafTed and run by our regional center. 

♦ This will be the first time the Farmers Hdme has entered into 
this type of agreement in the State. Our adul programing has 
always been enlarging. On our own agency grounds we have three 
workshops where there are 93 clients employed. In Moosup, Conn., 
25 miles from our agency, there are 43 clients in programing. 
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In oj-dec to develop communily oriented programs for the adult 
retardees, we have developed what are known as work crew pro- 
grams^ Every day we have several, perhaps 10, crews going out to 
work In the communities where they provide services to local in- 
dustries, to restaurants, to stores, private schools and private 
homes. c> 

In 1979, througli a developmental disability grant, we were able 
to open up a greenhouse and truck farm. The past previous fiscal 
year, our workshops and satellite workshops have brought to the 
clients over $150,000. 

*^he agency's service and Iprogram growth has consistently devel- 
oped through the dedicated assistance and cooperation from the 
Departn\ent of Mental Retardation, the Association for Retarded 
Citizens of Quinebaug Valley and the citizens of the services com-^ 
munities. 

Thank you. Senator. » 

Senator Weicker^ Thank you very much, Mr. O'Keefe. I would 
also say that one of the other reasoqs was tl\at the Governor of this 
State captured the conscience and commitment of the State in this 
. area. That was John Dempsey. That also might be one of the 
reasons why your situation has worked out as well as it h^s. 

Mr. O'Keefe. I have always said we mention John Dempsey and 
God iruthat sequential order in Putnam. 

Senator Weicker. I know this: I started off in the State legisla- 
ture in 1963. It certainly was John that brought to my attention 
this^vhole area, as a legislator, as indeed he^id to the whole State. 
I think, in any event, it is going to take that kind of Jeadership at 
all le^'^ls of authority in order to once again.prick the conscience of 
the citizenry as a whole. 

Again, I ask you the same question I asked Mr. O'Connell as to 
' whether or not your facility is prepared to take on all residents 
from*your area in either Mansfield or Southbury? 

Mr. 0*Keefe. We could presumablyfabsorb Some clients but we 
are not built, a^ faVx as bur buildings are concerned at the present 
time, to handle some of the multiactirg out clients and some of the 
other clients that are at Mansfield. 

- We are able, as I mentioned, in this new group home which will 
have six clients, some of these clientr will be coming from Mans- 
field .Training School to our agency. But, no, we couldn't. And we 
have a good service agency, the same as Dan told you. We have all 
types of programs. 

As you are well aware, we are limited to time. I think each one 
of us could go on forever if we had an opportunity, in addressing 
our own nreas. But our area has accepted clients from Southbury 
Training School. As I mentioned, 11 of these clients went into our 
group home and f^re now out in the apartment program. 

The evolution is there as we begin but,* no, we couldn't; Senator. 

Senator Whicker. Thank you very much, Mr. O'Keefe. 

I wonder if I might at this juncture ask Mr. McNamara, Mr. 
Belmont, who I saw in thQ back of the room. I wonder if I might 
ask you both a question in reverse, as to whether or not you have 
clients in your facilities at the present time who could be in the 
tjrpes of facilities described by Mr. 0*Keefe and Mr. 0*Connell were 
such facilities available? 
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In other words, are there persona in your institutes who you feel 
should be elsewhere were such a facility available? 

Mr. McNamara. I think the answer to your question are unques- 
tionably yes. As a matter of fact, it has only .been 2 or 3 weeks 
since we transferred a client to the Hartford Regional Center. 

We have such a large group of people with varying needs and 
problems. I think there are unquestionably groups of people who 
have extraordinary medical and behavioral problems that require 
specialized, highly individualized treatment. If you are to" transfer 
such clients you must develop or relocate staff with the expertise 
simultaneously. Because people with these problems have beeri 
with us, we have developed technologies to respond to them, the 
technology has to be transferred as well. 

Senator Weicker.' Maybe I should rephrase my .question. Do you 
have those at your facilities now who could be transferred to these 
facilities that have been described^ the state of the art being what 
it is today at those facilities? ^ 

Mr. Belmont. Yes, in my opinion. Very obviously from the 
Southbury Training School. - * 

Senator Weicker. The answer is yes? 

Mr. Belmont. That is correct. 

Senator Weicker. Then what is preventing that transfer of these 
types of people; lack of facilities? 

Mr. Belmont. Lack of bjeds. I hate to us^ that term. Senator, but 
that is the reality of life. When the regional centers do have a bed 
available for us they do contact us and we do have residents at the 
Southbury Training School who can benefit from those services 
that they have. > 

Mr. McNamara, Also, being redundant, it is not just beds; it is 
expertise; it is a program designed for people. We have about 965 
people at Mansfield. We have referral lists which include literally 
.hundreds of people that could live in a variety of facilities. Our 
initial goal is to reduce the facility to 450 people. 

Mr. Belmont. We also, through our clinical staff at Southbury 
Training School, probably have an active list of about 250 residents 
that we have approved for placement just as soon as the bed and 
the services become'^ vailable. 

Senator Weicker. Thank you very much. I think you have, an- 
9 swered the question. 

Please proceed, Mr; Thorne. 

Commissioner Thorne. The next part of our presentation. Sena- 
tor, is going to relate to community interaction and talking about 
interaction with local government, nonprofit organizations and so 
• on, which is very much a part of oufservice. 

To present will be Dr. George Ducharme, who is the superintend- 
ent of the Tolland region and Mr. Al Dodson, who is our director of 
planning and evaluation in the central office. 

Dr.^DucHARMK. Good morning. Senator. Thank you forgiving me 
this opportunity to share with you some thoughts of my work with 
persons who are mentally retarded. My name is George Ducharme. 
I live in Granby, Conn. I was born and raised in Willimantic, Conn. 

In 1964, I ventured up Route 32 to seek summer employment at 
Mansfield Training School. That first experience 17 years ago has 
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brought me to this moment as superintendent of the Tolland region 
of the Department of Mental Retardation. 

My message to you this morning is simple, straightforward and 
personal. The work of community interaction, coordination, and 
program development being accomplished today in the Tolland 
region in eastern Connecticut has taken its shape from experiences 
and a philosophical base I began to learn 17 years ago. 

I present to you a process which has and is evolving a solid set of 
community resources, homes, jobs, educational opportunities, fecre- 
ation options and other support services for persons with mental 
retardation and their families. ^ 

This process, evolution if you will, is not unique to the Tollan.d 
region. It began, as you have heard, many years ago, when public 
and private advocates joined together to create community options. 

The process began in 1966, when Fran Kelly, former superintend- 
ent of Mansfield Training School asked me to •establish a day camp 
program using Mansfield Training School resources both for train- , 
ing school residents and copimunity children. This is now the 
Spring Ledge Day Camp in Willimantic, Conn. 

It continued in the establishing, as an employee of the Hartford 
Regional Center, of a strong community liaison for vocational de- 
velopment in the Hartford region from the year 1978 to the year 
1981. 

The Hare .Shop, the Favarh vocational program in Avon and the 
North Central Connecticut Sheltered Employment Cooperative 
were formed during this period. 

Working as cotnmunity services director in the central office of 
the Department of Mental Retardation from 1971 to 1977, tremen- 
dous strides in developing private sector— Association for Retarded 
Citizens, Easter Seal, Goodwill, and private agency services for 
children and adults— took place. 

The Shoreline Association struggled to hire its first executive 
and began to blossom. All association programs grew as we worked 
in partnership with and as program consultant to local ARC units, 
this in keeping with the stated-,mission-.and .lQng-tradition^,oLfny_, 
OMR/DMR Community Services^predecessprs. 

Now I work as superintendent within a newly created Tolland 
region since 1977. The impetus is the' same, to move folks, or 
better, to keep people in^ the community in the mainstream of life 
in Connecticut using resources available to all citizens; doctors, 
hospitals, schools, parks, workplaces. And, when not available, to 
create services, partnership with community groups as State 
resources allow. 

Above all, as a public employee, it is my job to be the strongest 
advocate possible for persons wi..h mental retardation and their 
families in my area. 

The principles I present which make communities in Tolland 
Region vibrate with life are perhaps phrased differently, applied 
differently and have more debate on fine points today, but thatvare, 
in my opinion, the same key principles to solid community develop- 
ment presented .years ago. 

The key principle is local ownership of the program, of an idea, 
of a service. The key element from which all community develop- 
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ment flows is the person who is mentally retarded and that per- 
son's family. 

The ultimate goal of community development is community help- 
ing all of'its members reach full potential, I underline "all," What 
we as professionals in DMR do, as charged by law, to develop a 
comprehensive array of services for all mentally retarded, is to 
coordinate, to create options, to work in partnership with, to syn- 
thesize, to be the catalyst for, to make others winne/s, to listen and 
to communicate; ^ 

We dp this in order to bring every State, Federal, municipal, and 
private resource possible together so that persons with mental 
retardation may emerge as a whole and fully functioning person in 
his or her own community. ^ 

The process of making this occur solidly, not just in surface .flash, 
in each of the 15 towns of the Tolland region, or, in fact, the 169 
towns of Connecticut, is plain hard work and time consuming. 

The Yankee spirit of individuality translates itself into individu- 
al town personalities, desires and services. What works in Man- 
chester may not necessarily work in the same manner in Stafford 
and Willimantic, in my area. Therefore, the keys of listening to 
each community, finding its leaders and natural resources, whether 
they be churches, industry, government, civic clubs, and translat- 
ing those universal needs and desires of persons who are mentally 
^ retarded into that specific community's language is our job, 

H^r^ are some specific examples where the skills of keeping 
perspective, communicating, listening, judging the proper action 
moment— Piaget called it the teachable moment— coordinating and 
synthesizing have worked in the Tolland region. 

The Tolland region is located in eastern Connecticut. It has 15 
towns Its largest town is Manchester, with 50,000 citizens. Its 
smallest is Union, with 500 citizens. The resources available are 
plenty: associations for retarded citizens, three; four sheltered em- 
ployment settings; the Mansfield Training School; the main 
campus of University of Connecticut and other major resources. 

Wa ys of c ommunication include a leadership forum of all local 
organizations"^ a sBellered employment cooperative in eastern Con- 
necticut and la strong active and informed advisory committee. 
These are the first and continue to be the key listening posts for 
me of organized efforts to i\elp persons with mental retardation in 
.our area. 1 

More basic man this> however, is listening to persons themselves 
and parents and advocates, be they our own social workers or 
parents of the local organizations. The, results ot listening to the 
pulse of the individual communities, as represented by people re- 
ferred to abov(|, have been the following: - 

The creation, of a private, nonprofit housing corporation entitled 
''^March, Inc.", helping to s.erve persons in the Manchester area and 
ultimately in the region in areas of housing. 

The coalition here included the town of Manchester government 
leaders, three .local churches-ran Episcopal Church, a Lutheran 
Church, and a Catholic-church community— the Developmental 
Disabilities Coijncil, the Manchester Association for Retarded Citi- 
zens, Statewide Corporation for Independent Living, and ourselves. 
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' After playii^^ the catalytic role to enhance the creation of this 
agency, we nov participate as a working partner and consultant. 

As a major entity of March, . a respite program has evolved, 
having won funds from the Hartford Foundation for Public Giving 
with much support from our regional staff. 

Secoftd, the establishment of a workplace. The Hockanum Indus- 
tries Sheltered Enjployment setting in Vernon had a similar coali- 
tion of Vernon town leaders, the Talcotville School Parents Associ- 
ation, Tolland Area Association for Retarded Citizens, and our 
effort. 

Through consultive and coordinative efforts of the Tolland 
region, citizens of the greater Vernon area now have job opportuni- 
ties there for 20 people, and able to be expanded very shortly; 

And, finally, a homemaker/ health aid service in the Willimantic 
area has brought together social workers from our area, the Man- 
chester Community College,. the Association for Retarded Citizens 
in Manchester, and two homemaker/health aid agencies so that we 
might now expand their services by inservicing their existing per- 
sonnel and aids to serve the mentally retarded. 

The point of these examples, and many others which could be 
made, is to illustrate the synthesizing, catalytic role of community 
development assumed by the Tolland region of the department of 
mental retardation. 

In' conclusion, the process continues. The movement of people 
into the community is constant. The job of DMR regional «taff is to 
continue this nnovement and solid comn.unity development. 

I hope these brief comments will assist you to clearly see the 
progressive role the department of mental retardation has taken in 
20 years. The current work^of community organization in the Tol- 
land region is a natural progression of the principles and practices 
of the regional concept which seeks to move and keep persons with 
retardation in their own community. 

Thank you very much. Senator. 

Senator Weicker. Thank you very much. 

Are you prepared in your region, with the facilities you presently 
have^-to- take -care of either^-the^catastrophically -disabled or the 
catastrophically retarded? 

Dr. DucHARME. No, we are not. Senator, with the resources we 
have, as you posed your question. * 

Senator Weicker. What do you estimate it would cost to get the 
necessary resources to handle those two situations? 

Dr. D.UCHARME. In dollars? I don't know. Senator. In timQ? A 
great deal and a lot of community support., I do not hava the dollar 
figure in my head to give you. I think that would not be my 
• position to accurately give at this time. 

What we do have is the ability, I think, to mobilize the resources 
that are there, whether they be the university, the three hospitals 
we have, the mental health community, to cooperatively work to- 
*'gether to establish units that could help to retain in our communi- 
ty people who ara-catastrophically disabled. 

One of the features which I think is important to a partial 
solution of this is that the individuals who are at the Mansfield 
Training School now, whom I met in 1964, were then 30 or 40 years 
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of age and are now 50 years of age, had not the opportunity of 
what we term **iearly intervention.*' 

This particular program and particular system of interaction 
with families and with children early in life to eliminate the cata- 
strophic problem is something which will be discussed later. The 
cost of that program is an element of intense concern and the 
desire for us to move everyone into the community is constanc. 

We have 89 individuals living at Mansfield Training School now 
who come from the 15 towns that we serve whom we would love to 
move and are planning to move every single one home, if appropri- 
ate. But, as Roger indicated, there are certain types of programing 
that are needed, or perhaps will be needed, on a short-term basis, 
at least, in a residence, in a place like Mansfield Training School, 
just as when I have certain illnesses which I may contract which 
cause me to go to a hospital or a particular unit to be helped. 

I hope that I have' answered your question. 

Senator Weicker. Thank you very much. 

Mr. DoDSON. Senator Weicker, I am Al,Dodson. My position with 
the department is as director of planning, development and. evalua- 
tion. 

Dr. Ducharme presented the interaction of one DMR agency with 
the private sector. In a very brief amount of time I will try and 
highlight both how other regions utilize this interaction and how 
DMR as a whole ^currently relies upon and provides support to 
other public and private agencies, and how it plans to expand upon 
this partnership. 

First, at the center of this concept of utilizing and supporting 
other public and private agencies are the objectives of the commu- 
nis services component of Project Challenge. Those four principles 
are: One, to utilize those services that are available to th6 general 
public; twoi to assist and support the development of community 
services for individuals who are mentally retarded by appropriate 
agencies and then to develop services where program or resource 
gaps exist; three^ to coorclinate the delivery of community services, 
to those people who are mentally retarded; and, four, to assure the 
quality of those existing programs. - 

Some examples of the departments utilizing services that are 
available to the general public are the use of supervised apart- 
ments, some of which are funded through HUD section 8, munici- 
pal and private recreation programs, medical-dental services, often 
funded by title XIX, the use of competitive employment situations, 
the use of Farmers Home loans, the use of homemaker-health care 
aids and visiting nurse associations, assisting in supporting the 
development of community services where gaps exist are evident 
throughout the State. 

Many regions have housing consortiums that plan 'and imple- 
ment the development of alternative residential accommodations. 
At least two regions hold monthly meetings with ARC executive 
directors to discuss regional needs. Another region is cooperatively 
opening a group home, as Everett mentioned, with a local ARC. 

Since the very beginning, one of the core pieces of community 
development has been the department s grant-in-aid program. Also, 
many regions enter into vocational consortiums which plan for the 
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development and the utilization of vocational programs to meet the 
needs of the retarded. \ ' ' 

A number of years ago the commissioner formed a developmen- 
tal team which is a part of the ^central office that is involved in 
staff developnient and parent jtraining. That has been cojn&tantly 
made available to the private sector and utilized by ipany parents, 
many ARC groups, many private and public organizations working 
with handicapped individuals.' ^ 

Currently, the assurance of quality in residential and vocational 
programs existing in the private sector have been addressed by the 
licensing division and the community service division of the depart- 
ment. 

To aid in the expansion of community services and to expedite 
the deinstitutionalization process, the commissioner established a 
planning and evaluation unit utilizing existing central office staff 
and alsp staff that had been developed through the legislative 

process. * i i *• r 

This unit is charged with assidting regions in the development of 
community services and compiling a statewide community services 
plan. The reason I emphasize "assist" was pointed out in George's 
talk. Each region may have its unique needs and its differing 
resources, but we also need to remember that ownership is the key, 
ownership at the regional level, ownership of municipalities and, in 
fact, ownership at the' neighborhood level as well. 

As George mentioned, and as Dan and Everett illustrated, there 
are not only differences in needs of different communities but 
different regions of the State bave differing needs and differing 
resources. It is very difficult to compare affluent lower Fairfield 
County with its many, many vocational opportunities for handi- 
capped individuals with that of the northeastern part of the State 
that is economically depressed and, in fact, the only vocational 
opportunity existing for the handicapped at this time is the John 
Dempsey Regional Center. 

The planning and evaluation unit is currently involved in com- 
piling a statewide community needs profile. This profile is multi* 
facted and involves the superintendents of each region, service 
providers within each region and throughout the State, and intends 
in the very near future to Involve consumer groups. ^ ^ 

What we* are finding is that an array of services does exist in 
Connecticut. We are not in any way claiming that that array is 
available throughout the State in each and every area, or that we 
are meeting all the needs of the retarded. 

What we are saying is that .the continuum of services exist that 
may not be apparent. However, these services need to be expanded 
so that they can be made available throughout the State and we 
can meet the needs of each individual. 

This expansion in an era of great fiscal concern will necessitate 
establishing a partnership among the State, the Federal Govern- 
ment, municipalities, and private service providers, both generic 
providers and specialized providers. 

Samples of these expansions were included in a proposal recently 
submitted to the legislature that included an expansion of the 
community services program, an expansion of the supervised apart- 
ment program and a proposal to expand the number of community 
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services directors so that each region throughout the State had a 
director of community services. 

^ If this plan is accepted, and we have every reason to be optimis- 
tic, it will allow for 380 people to be placed in community training 
homes within a 3-year period, it will approximately double the 
number of people placed in HUD section 8 supervised apartments 
within the next 2 years and it will allow us to concentrate on 
development of those services that we know now are needed for 
those people in the training school, people residing in regional 
centers and those people residing at home. 

The success of programs in Connecticut for people who are men- 
tally retarded i& a direct result of a partnership between the public 
and private sectors. This is not a partnership built merely on 
dollars as it is in many States but also on mutual effort and work 
of many, many people. 

The department recognizes that the future of persons who are 
mentally retarded is intimately linked to efforts to work in part- 
nership with all facets of private and public community resources. 

DMR is looking to continue its cooperative efforts and, in fact, 
expand partnerships so that the nee^s of mentally retarded citizens 
of Connecticut are fully met. 

Senator Weicker. Thank you yery much. 

Commissioner Thorne. Senator, we will have a presentation now 
by three people. The subject is going to be options of residential 
services other than training schools and regional centers. This will 
give you more detail on certain specific programs that we are 
emphasizing now. 

The first presenter will be Mr. George Moore, who is the superin- 
tendent of the Central Connecticut Regional Center, followed by 
Mr. )Bill Dowling, who has a slide presentation on community 
training homes, and then, finally, Lin Tom Sullivan, who is super- 
intendent of the Seaside Regional Center. Mr. Dowling is superin- 
tendent of the New Haven Regional Center. 

M^-Moore. 

M r. Moore. Go od morn ing. S enator. 

T^He next segm^tiT of our preseintaiGon wnrfbcus upon r^TdentiaT 
alternatives which have been developed in the past 20 years. Given 
the; time available, we will attempt^ to highlight the issues and 
reflect the optimism which we feel regarding our commitment to 
ongoing growth.' 

As you know, today's department of mental retardation is the 
result of an evolution which began with the Mansfield Training 
School in 1Q17, the Southbury Training School in 1941, and the 
C)ffice of mental retardation in 1959. Throughout this history, there 
have been consistent efforts to improve upon existing services and 
broaden the options which are available to handicapped persons 
and their families. 

It is imperative, however, that we recognize the fact that there 
are still many obstacles which must be overcome in order for us to 
reach our goals. A few of these include: limitations in the funding 
abilities of the State and National Government; the need to mini- 
mize bureaucratic constraints related to utilizing moneys once they 
are appropriated, availability of appropriate medical and other 
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professional staff to support persons who have complicated niedical 
or behavioral difficulties; and community or parental resistance. 

It is our belief that realities such as those described above must 
be recognized, not accepted. The mission of the Department of 
Mental Retardation, from its earliest beginnings, has been to over- 
come obstacles and develop a continuum process which assures 
that all mentally retarded individuals should live in the least 
restrictive environment which is commensurate with their needs. 

During the rest of my presentation I will emphasize the role 
which group homes and supervised living apartments play in this 
continuum. Bill Dowling, to my right, will then give an overview of 
the community training home program, and Tom Sullivan will 
reflect the role of transitional living facilities. 

Since 1964, when Mansfield Training School opened the State's 
first group home, the department alone and in conjunction with 
the private sector, has continued its efforts to develop these alter- 
natives. 

Today, the department operates 27 group homes with a capacity 
to serve 323 residents. In addition, the department revised its regu- 
lations for licensure of privately operated facilities in 1975. Since 
then, the department has worked closely with the State Depart- 
ment of Income Maintenance to develop a rate system which re- 
flects the true cost of services. \ 

Since 1975, this process, as well as the active consultative role of 
the licensing section and regional staffs, have contributed to an 
overall up^^rading of client care as well as the opening of z3 addi- 
tional privat jly operated group homes, which adds to a total of 523 
individuals who are served in 35 group homes. 

Clients who were initially placed into group homes tended to be. 
those who were highest functioning mentally, physically and emo- 
tionally. As we have expanded resources, we have been able to 
accommodate an increasingly varied type of clientele. 

Our population now includes people who function in the severe 
range of mental retardation and who have emotional, physical 
and/or behavioral difficulties. 

Nevertheless, we have a long way to go to meet the needs of 
individuals who can be accommodated in group homes but for the 
lack of resources. 

In addition to persons with handicaps previously mentioned, it 
also includes many adults who presently live at training schools, 
health care facilities, or at home with their parents. 

We believe that tliere ;should be an increasing emphasis by par- 
ents, professionals and society at large to see group homes' and 
supervised apartments as resources to be affirmatively accessed at 
the time of adulthood rather than as a reaction to a stress or crisis 
\situation. 

\In other words, mentally retarded individuals should be brought 
up\to move away from home and toward independent living situa- 
tioniJ in the same manner as their nonretarded peers. This would 
reinforce the family's ability to emphasize theii^ handicapped 
chUd'Sx individuality and independence from birth forward and 
minimii;e the image of the handicapped child as a burden. 
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The pattern of growth which we have seen in the development of 
group homes is equally evident in the area of supervised apart- 
ments. 

In the past 10 years we have increased our capacity in this area 
to the point where we serve 216 individuals. • 

Efforts in this area have been dramatically assisted by the sec- 
tion 8 program which is administered by the Federal Department 
of Housing and Urban Development. Accommodations are provided 
in a variety of settings, ranging from DMR— owned buildings, to 
apartments which are clustered together, xmd those which are 
spread throughout the communities. 

In accordance m\h client needs, staffing patterns range from 24- - 
hour coverage by live-in, or shift staff, to periodic supervision on a 
daily, weekly or monthly schedule. 

Apartment pipdgrams are particularly exciting because both the 
phjjsical settitig and financial necessities reinforce the need for an 
active partnership between client and staff, and show the client 
immediate rewards for independent functioning. 

Clients hiay qualify for a driver's license or learn to access public 
transportation on their own. They may eat at home or go to a 
restaurant. They are faced with the same choices and dilemmas 
regarding rights and responsibilities as are faced by the rest of us. 

While the choices are often liniited and difficult, we witness the 
development of, emotional maturity at this level of care which is 
difficult to duplicate in other environments. - 

For a minute J would like to give an overview of how these levels 
of service operate in my region. The Department of Mental Retard- 
ation, through the Central Connecticut Regional Center, operates 
two group homes in Meriden. in addition, there are two group 
homes in the Middletown area which are operated by a private 
corporation and one on-grounds group home operated by Durham 
Hill, a private school in Durham. 

Recently, a group of associations for retarded citizens has formed 
a consortium to develop and manage group homes throughout the 
region. They now have 1 group home open in Bristol and expect to 
open 3 more within the next year and 10 to 12 over the next 5 
years. 

It is my hope that future group home development in the region 
will occur in the private sector. In this framework. State-operated 
group homes would continue to focus on serving persons whose 
behaviors and/or self-care skills are not being met or are marginal 
in terms of the private facilities. 

In addition to the above, we presently have three distinct leyels 
of section 8 apartment programs* The Eastwood apartment pro- 
gram serves 16 severely retarded adults^ Jn 8 two-bedroom units 
which are located on the second and* third iloors of a small apart- 
ment building in New Britain. \ 

Residents require 24-hour staffing, centrally prepared meals and 
staff assistance with most of the day's decisions. Npne of the clients 
are competitively employed but each receives vocational training 
from activity programs run by the private sector in £he community. 

The Newbrite program is comprised of three two-b(^room units 
which are located on one floor of a large apartment Duilding in 
downtown New Britain. The facility is staffed by a livVin staff 
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person and clients receive assistance in the afternoons and 
evenings. . . , .„ > 

This assistance involves training to develop community skills, 
meals, housekeeping, personal hygiene, medical, and dental care 
for the clients. There is a shared responsibility between the clients 
and staff. 

The most independent program, Baybury Apartments, is com- 
prised of three two-bedroom apartments which are distributed 
throughout a large apartment complex in Middletown. In this pro- 
gram, staff are onsite each day but only for a part of the day. Staff 
efforts are /ocused upon assisting clients in budgeting their rrioney, 
shopping fo^ food, and recognizing options for leisure type activi- 
ties. 

Some clients are employed competitively while others are in 
workshop programs aimed toward competitive employment. 

It is difficult in the short time given us to give a description 
which accurately reflects the scope and opportunity which has 
been made available to our clients through, these programs. . 

I can tell you that the opportunities have helped these people to 
recognize and appreciate the self-respect that is realized through 
their participation in decisions which affect their own lives. 
V It is our belief that we have only begun to tap the potential 

associated with these.levels of care. Further development will most 
certainly be affected by the willingness of taxpayers at the State 
and national levels to participate in the financial investment relat- 
ed to helping handicapped people to help themselves. 

I would like to thank you for the opportunity I have had to make 
this presentation. 

. Senator Weicker. Thank you very much. Commissioner Thorne, 
or anybody who would like to respond, I have a few questions here. 

What is the total budget for group homes and what percent of 
the total budget does th is represent? 

Commissioner Thorne. Senator^ I don't have that figure with me 
right now. We would be very happ^ to provide that for you. We 
have the material here. We are looking. 

Senator Weicker. The next question would be, what is the 

budget for supervised apartments or section 8 housing programs, 
and what percentage of tlie budget does this represent? 

Commissioner Thohne. Again, this is a comingled program with 
HUD Tinancing, with residents of the apartments personal funds 
and with State contributions. The State's contribution is principal- 
ly, in that program, in the form of cost for staff and, in some 
instances, helping to subsidize. ^ ^ 

Again, those figures we could get for you. I don't have them with 
me. 

Senator Weicker. I will just finish these questions. Any one you 
can answer, fine. Otherwise, for the record, what is the budget for 
community training home programs?. 

Commissioner Thoune* The boarding house budget is in excess of 
SI million a year for subsidizing community training homes. That 
is comingled with SSI payments that the individuals have so that, 
again— and if the person does have their own personal resources, it 
involves that too. 

We can get you precise figures on that, Senator. 

ERIC ' 07 
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-Senator Weicker. And, lastly, the estimated cost per year for 
clients in each residential program: institution, regional centers, 
group homes, training homes, supervised apartments, section 8? 

Commissioner Thorne. We could develop that information too, 
keeping in mind that the cost of services comes from many differ- 
ent sources of people who are in the community so that we have to 
trace down the various locations of costing. We would be very 
happy to provide that information. 

Senator Weicker. Proceed. » , 

Commissioner Thorne, The next presentation will be by Mr. 
Dowling who will be talking specifically, about community training. 

Mr. DowuNG. Good morning. Senator. My name is William 
Dowling. I am the superintendent at the New Haven Regional 
Center. 

I have been in the field of social services for 15 years, one-third 
^ of which has been working with^mentally retarded individuals. The 
common thread through my service has been the use of foster 
homes to provide community residential programs for those in 
need of such a program. 

I am very happy to have the opportunity to share the depart- 
ment's community training home program with you. My comments 
will be somewhat abbreviated from the prepared text iij order to 
allow time for a brief slide projection show which I think will be 
very helpful to your understanding of th^'program. 

The community training home program is one of an array of 
residential services provided" by the department. This program pro- 
vides individualized care, and .specialized training in private homes 
for one to fpur individuals. / 

They niay reside in the home as- family members or they may be 
there briefly as part of the department's respite program. The 
respite program, as you know, provides temporary relief to family 
members from the constant care of a handicapped child or adult. 
This allows the faniily the needed relief from that care in order to 
maintain the handicapped member in the community as long it 
is appropriate. 

The training home program— the term itself reflects the in- 
creased professionalism of this program is a modification of the 
traditional foster care program— has been evolving over a number 
of years in*the department. Back in the fifties, and even before, the 
training schools used the boarding out home concept to. provide 
community living arrangementi> for those it thought appropriate. 

In the sixties, with the development of the regional concept, 
additional emphasis was given to the foster care program. And in 
the 1970's, with the assistance of developmental disability grants, 
two regional centers laid the framework for a more sophisticated 
foster care program. 

It was in the seventies also that the comrhissioner authorized ^the 
creation of the respite and community training home task force in 
197G. The purpose was to develoi>^ a community training home 
program and a community respite program in all of the regional 
centers throughout Connecticut. * 

At this point I think it would be helpful if I presented the slide 
show which is used by the New Haven regional center .as part of its 
recruitment efforts ^or community training homes. 

uc 3^ ■ 
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[Presentation of slide show:] 

Community Training Ho.v.e and Rj:spitk Homk Tape 

Unlike Angic, some mentally retarded individuals do not have their own families 
always available to provide care for them, Carolyn is 20 years old. In order to best 
meet her human needs she lives in a Community Training Home. Community 
framing parents provide care on a long-term basis, and act as substitutes for or n 
supplement to the individuals natural parents. They provide an ofjportunity for a 
mentally retarded individual to know the joy of beinj^ part of a family, to grow and 
develop with the experience of knowing others who are interested and concerned 
about ihum. In her home, Carolyn's community training parent works with her on 
skills that will help her to become us independent as possible. She practices basic 
cooking and housekeeping, and hygiene skills. During the day, Carolyn participates 
in a work training program where she is taught outdoor maintenance. She also 




needs. Such factors as family composition, skills of the family members, and family 
preference are taken into account in making the choice. Before an individual is 
placed in a home permanently a series of respite placements are arranged with the 
community training family. In this way, the (amily and Ihu mentally retarded 
individual can experience what sharing a home together would be like. tms 
basis, they and the agency, make a decision about ^yhether the placement will be 
successful. By the time the individual is placed permanently, |ie or she and the 
family know each other well and the foundation for longer term relationships has 
already been layed. Some families choose to become community training parents 
while others feel that making a commitment to short-term respite care "better suits 
their life style. Whichever their choice, the preparation for these roles is eswntially 
the s^lme. The first step is a general meeting with the ^program coordinator. She and 
the family discuss the problems and explore their participation in terms ofboth the 
agency s and families needs. There follow^ a series of meptings between the lami y 
and the program coordinator which serve as a mutually evaluation process. Togeth- 
er they e.xplore the interfacing of the family and the program This evaluation 
becomes a part of the formal home licensing process. The family also participates m 
a training program. Tlirough it they are introduced to some Of the special needs of 
the individuals with whom they will become acquainted. They also acquire some ol 
the skills they will need. During this time all families in training provide short-terni 
respite care as a way of becoming more familiar with the agency, the clients, and 
their own future roles Community Training Home parents and respite parents 
emerge from the sessions as an Integral part of the agencies network services. In 
this capacity they , receive pavment for the care they provide and art; expected to 
perform their roles well. To assist them in their task the program coordinator and a 
social worker provide ongoing support U'tween the home and the agency If assist 
ance IB neoiled m a partiqular area, with an indivujiual that is Dlaced, the social 
worker can arrange for input from specific professions; such as. physical therapist, 

. _t. u^u.xt.ifs^ t'nnAnWtitti nc ii/oU ncs fmm otnor mmmuniiV ai»en- 




rhev are the ones wlio have made it i)ossible for Angle. Carolyn, and many others 
to l>o people in the mainstream of everyday, life; working, pmymg, being part o 
their community, being part of a family that provides companionship, supiwrt and 
love. When you share n httle bit of your world you can make a difference m 
somebody's life. ' 

Mr. DowuNG. Presently, Senator^ there are approximately 280 
such community training home beds in the department's progi*am. 
About one-third of them are for long-term placement. The rest are 
used for the respite program. .i i.i . i / 

The department projects that were the monejf available right 
now, approximately 380 individuals could benefit from community 
training home living. Of this number approximately 320, would 
come from the existing residential programs such as the traming 
schools and regional centers. The remaining 60 are estimated to be 
^ those on our urgent waiting^jiist who are in need of an alternative 
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to their present situation and this alternative could be a communi- 
ty training home program. 

The community training , home program that the department 
envisions in its budget request would also allow approximately 
1,000 respite days to be provided in the community by each region- 
al center. This would be a tremendous increase in a very valuable 
service to the community. ' ' , 

Right now it is the lack of funds tl)at is the primary obstacle to 
the realization of this prog.-am. There is some, optimism at this 
point since the department's proposal has received a favorable 
response from the Hospital and Health Care Subcommittee of the 
I AppropriatioxS'^Committee and they will be voting on that/ in the 
>*Mxt d^y or two, * . * ' 

^he^community training .^lome program is one component of the 
department V^hiental retardation residential services. It has a po- 
tential for continueil growtH and increased importance. The depart- 
ment is very clearly committed to developing this pofential. 
Thank you. \ ' • 

Senator Weicker. Thank you very nvych, Mr. Dowling, 
Mr. SuLUVAN. Good morning, Senator. Mj^ name is Tom Sulli- 
van. I mm superintendent of\the Seaside Regional Center. I would 
like to'sp^k briefly on they:oncept of a transitional community 
living facility, \ 
There are two m^'or concepts that I would li^e to address in this 

Presentation that I feel best represent some of the experiences we 
ave had at the Mystic Educational Center, which was formerly 
known as the Mystic Oral School. 

^ Since this program was start^ by the department, through the 
cooperation of the State department of education, back in Decem- 
ber 1979. ^ \ • ^ 

The first concept that I woulduike tp address is the concept of 
the ''transitional facility.*' If I can borrow Mr. Webster's definition, 
transition is defined as a passing\from one condition, form, stage,, 
-activity and place, et cetera, to*an<kher. 

The key factors in the Mystic program focus upon the movement 
process from institution to community. Every client selected for the 
program participates in the planning and decisionmaking process, 
in corgunction with the staff, that will enable him or her to eventu- 
ally live in the community. \ 

The Mystic program, then, is not a g^oal unto itself. Rather, it is a* 
means to an encj, that end being con\munity placement. So, in a 
sense it is a bridge. ^ \ 

When 50 residential and five respite qeds were made available to 
the department back in 1979, our planning focused primarily upon 
establishing a program that would best Wet the needs of iT large 
number of the department's higher funcnoning clients who live m 
our larger residential facilities throughounthe State. 

Over the years, our experiences have indicated that the success- 
ful community placements of institutionalized individuals is best 
insured through a well*planned program which provides the indi- 
vidual with a gradual progression through mor^pdep^ndent, or, if 
you will, less restrictive living situations 9s that individual ac- 
quires previously unlearned skills. 



In most cases, the sequence of living units usually takes place o^ 
the groun'Ss of the two training schools. When the 'individual 
ready for community placement, he 6r sheas placed in an appropri-> 
ate community residence. 

Most of these placements have proven to* be quite successful. I 
have to note here that Representative McKinney, earlier in his 
statement, pointed out.a concern about returns of people from the 
community to the institution, the problem of recidivism. 

We, likewise, have ^experienced these problems to some degree. 
We found with some of these clients, in their transition from the 
institution to the community, that the pressures, stresses and ex- 
pectations were entirely too much for them to handle. 

As a result, they oftentimes returned to the institution. When 
the M-'stic program was developed it was felt that this facility- 
coula oecome a viable stepping stone for these and other individ- 
uals v/ho are ready, for all practical purposes^ for community 
living J 

'yhrongh a very close working relationship between the Mystic 
staff and the staff of the two training schools and the regional 
centers, 26 clients from the training schools and 24 clients from 
five different regional centers,tSeveral of whom were critical cases, 
were-4:ran5ferred-into.the.Mystiaiacility^ 

With the current population of S^clients, there are seven indi- 
viduais who previously had been placed from training schools into 
community settings and were later returned to the training schools 
for a variety of reasons. Once again— this problem of recidivism, 

A few of these individuals failed several' times in a variety of 
settings. The staff at Mystic have concentrated very hard in provid- ^ 
ing a supportive environment and program for thk^ individuals 
and, of the seven, twp currently are in public schooRprograms and 
three are working today in the community in various work groups. 
I would like to state that since the opening of the prt)gram back in 
December 1979, not one individual has been returned to an institu- 
tion. - ... . 

Obviously, all the 50 people aren't there because ot recidivism 
problems. Many of them have been selected because they were 
found by the staff at the training schools and regional centers to be 
pretty much ready for community placement but they needed 
some work and some training in specific areas of need. 

I am most pleased to report that in early Ma^, next month, eight 
of our school age children who are now living in Mystic will be 
moving \nto our newest group home located in Norwich. We have 
been concentrating on teaching them some of the skills they will 
need to succeed in this home. . 

There are many other success stories I could relate to you but in 
the interest of time I won't. In summation hy the end of this 
month, 20 percent of the original population of 50 clients will have 
been placed into the community directly from the Mystic program* 
What must be pdnted out, in addition ^o living successfully m a 
communitv, on6 must be able to provide for themselves to some 
' extent Once again, v(e are talking about work. I think this is 
particularly true in ourNew England work ethic society. People 
miist* succeed and feel good hbout themselves and their ability to 
work. * J * 
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So, we place a'great deal of emphasis on our vocational training 
programs. There are seven adults now living in the program who 
previously were not employed in the community who are now 
working, individually, in the community for at least minimum 
wage in a number ofwork situations, many of them for over 1 year 
in the same^ job," ' 

. In addition, wq have several adults who are being trained in 
group worK programs to work in the community in janitorial sub- 
contract type work cleaning restaurants, motels, community 
churches, and so forth, A total of 63 percent of the adult population 
living in Myotic is now working in the community. 

As a transitional facility. Mystic has been very successful. The 
proof of the pudding is the successful community residential and 
-job prlacements that have taken place and the individual improve- 
ments that we see. 

Another transitional facility, the Clifford Street program, a 20- 
bed ICFMR facility, is, currently undergoing renovations and will 
. be opened next year by the Hartford Regional Center. 

I would like to just briefly refer to a second major concept that I 
would Ijike to present, and that is the concept "of 
deinstitutionalization. Very briefly, this is a popqlar buzz word 
which is often frequently used without much thought in terms of 
its far-reaching effects. , 

Deinstitutionalisjation is often assumed tb. simply represent the 
concept of moving people from the institutions into the community. 
I have given a few examples of how it works in Mystic. 

However, there is another edge to the sword^ of 
deinstitutionalization which quite often is underplayed or ignored, 
but equally significant, and that is the aspect of preventing people 
from moving into institutions. 

The Mystic program has concentrated a great deal on tljis and 
through a number of programs — vocational programs, respite pro- 
grams in which we have placed 60 people in weekend, overnight 
emergency respites over the last year, and a number of other 
services, such as recreation, we have proven quite successful. 

Also, the special school district program services severely and 
profoundly retarded people living in the community in a number of 
towns in southeastern Connecticut, notably Groton, Stonington, 
Mystic, and that area east of the Thames River, which previously 
was unserved by a major type of facility;in our region. 

I think one of the things we are observing, which is very encour- 
aging, is the absence of residential placements of youngsters. I 
mentioned respite programs. I mentioned early intervention pro- 
grams. I like to think because of some of the successes we are 
having with these youngsters, we are observing here and through- 
out the State in all the regional centers, a decline or almost nonex- 
istence of residential referrals for the youngsters ranging from 6 
months to 6 years tb 16 years. ( 

Our residential population is getting older, but our referrals of 
youngsters are not that prevalent. In fact, we haven't had any in 
the past year or two for full-time residential placement. I think a 
lot of it has to do with respite and some of the Special School 
District Early Intervention programs that we offer'. 
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In closing I would like to state that I hope I have conveyed to 
you the optimism which I and the Seaside^ staff have regarding "he 
Mystic programt. I have shared a feW success otories and I can say 
with honesty there have been no failures. 

In addition to preparing clients for community living successful- 
ly, the very fact that a major facility is located in this part of our 
region, is gradually preparing the community for our clients. We 
have to face this responsibility of preparing the surrounding com- " 
munities to accept and to see these individuals as neighbors and 
friends. 

In some cases many of us professionals prepare the community 
"by the book" through our formal presentations, media exposure 
^ and public relations. I think the best public relations people we 
T have are those clients, and thfe more exposure they get in the 
community and the community has to them, we are finding that 
this is perhaps the best type approach we can take to readying the 
community to those programs we are planning on setting up. 

In a sense, it is education through "osmosis." 

Finally, the bottom line in determining the effectiveness of this 
program is the successful community placement. This has been 
proven true, i feel that there is indeed a viable and important 
place for a transitional facili^ such as My5tia in the contiauum ot_ 
treatment and care for the mentally retarded providing such a 
program does not become an end unto itself but a means to an end, 
and that end being community living. 

Thank you very much. 

Senator Weicker. Thank you very much. 

Commissioner Thorne, I have some questions prior to the next 
panel which we might take up at this time. There are oyer 300 
retarded persons who are currently on waiting lists for residential 
services. How does the Department of Mental Retardation decide 
who h^s priority for an apartment, versus group home, versus 
Mansfield Tjaining School? , 

Commissiorlej Thorne. The departme.nt has an admission and 
referral body that meets as often as necessary, at least once a 
month, to discuss all of the referrals for placement that come 
before that body. That would be admissions for people who are^ 
inappropriately placed within a department's facility where there 
is a consideration that it is very .neces^ary- to move from where 
they are to some other place. 

, That committee then establishes a priority based on th^ need of 

1 the client and then, as* soon as a bed is available the client is 

1 moved into that particular bed. 

Senator Weicker. Then is it not (rue that the individuals place- 
ment is based more on what services are available rather than an 

\ individualized need? 

Commissioner Thorne. I would say all the placements that are 
made are based on individualized needs. That is why we go through 
the complicated exercise of looking at the total picture of the 
individual as to what his needs are. 

Within the system itself we are constantly rechecking and rebal- 
ancing it with our various team type programs, but also, the admis- 
sions and referral group would review this so that the object is, of 
course, to place the persoh in the most appropriate environment 
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We recognize that there are times when that is not available and 
it is simply because of a lack of resources. 

So, placements, are not arbitrary. We don't admit people directly 
to training schools, for example, unless there is some type of an 
emergency situation that would warrant suchr an admission. All- 
admissions are made directly to regional centers usually, or to 

group homes jo»r community straining homes, whatever might,be the , 

most appropriate situation of that person. 

Senator Weicker. The U.S, Department of Health and Human 
Services funded a national study, Connecticut was reported to be 
among the five States with the largest number of persons in insti- 
tutions compared to the population of the State. I suppose the 
question here is why we have lost oUr position as a progressive 
leader in the field of mental retardation? 

Commissioner Thorne. I question the statistics very much be- 
% ' cause -it is just not the case, I have questioned their statistics 
before. The definition of what they term as institution,, and so 
forth, is certainly subject to a great deal of interpretation, 
. I know at our National Association of State Directors and Com- 
missioners we discussed this study and the fact that all of the 
States were concerned where they got their figures from, and 

nobody m^ld- really^identify-specifically-ipw^ they-arrived at- their^ - 

statistics, so I would question their statistics and I would be very 
happy to discuss that with them. . . ^ 

Senator Weicker, From 1974, the Department of Mental Retar- 
dation placed over 700 retarded persons\jn nursing homes where 
they received no program and have become victims of neglect and 
abuse, . 

I first want to ask why, and then, what efforts are being made on 
behalf of these persons to locate ihem in appropriate community 
living alternatives? * 

^ . CommissioiTer I'horx^k, To begin with; ijerson^sr have beeiiTJlaced 

in nursing homes in the State of Connecticut for 30 or 40 years, or 
whatever the case might be, as long as they have been in exist- ^ 
ence—not only by States but by families or whoever it may be, \ 
>^ So that, it is something thp*^ Jidn't occur just overnight. It has 
not been an uncpmmon source in any Zt:xt^ for placement of men- 
tally retarded peopl§. We pl&ced, in this State, people in nursing 
^homes-basically-^for-two-reasonsu^ 

One, the unavailability of beds for people at the time that there 
was a critical need for beds for individuals. In other words, where 
the family had collapsed, where there was not any other resource 
available other than the training school and it was full. There were 
people in training schools that, in the minds of the staff of the 
training schools, could be more appropriately served in nursing 
homes as a lateral institutional transfer. 

There was never any intent on the part of the department to 
consider that such placements as non-institutjonal. It is a lateral 
institution transfer. As a consequence, none or those people were 
ever discharged. Those people were followed and are constantly 
followed, and all have been reviewed by our intermediate care 
facility investigators to determine the appropriateness of each 
placement and a plan of discharge or a new placement plan has 
^ been written on ihese persons which we will implement as soon as 
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if is feasible to move them into settings, particularly ICFMR type 
settings as these evolved, providing,^ hovyever— and we have to 
keep in mind. Senator, that a great dealj^of the future of ICFMR is 
dependent entirely on the^ederal Government andjvhether it caps 

*'^hat"program. ; 

It certainly appears that is what they are going to do. So the 

^futurfi, fojc-iatermediate^care. type Jacilities„ for people who have 
severe chronic disabilities certainly, from that perspective, has 
more of a bleak outlook than I would Hke to think. 

Senator Weicker. Unlike most States around the country, Con- 
necticut continues to move retarded persons froni large facilities 
like Mansfield to. other highly structured settings with 20 or more 
persons. Is this an unnecessary step to develop community residen- 
tial ser ices. 

Com**iissioner Thome. In our opinion, and that opinion is not a 
light opinion— this is the opinion of the professional people that 
work within our department— because the policy in relationship to 
appropriateness of placement, and the type of program, is a deci- 
sion that is made among the professionals in the department as a 
matter of course. These are professional decisions based on what is 
the most appropriate environment for the types of clients involved. 

Ur is our- opmioH-that-for~many^lients, because of the-sei^erity x)f 

their handicap and the intense needs that they have for day-to-day, 
round-the-clock, service, that some congregate services are more 
appropriate simply because we are better able to amass the clinical 
staff, the treatment staff, which is in short supply, to those types of 
settings. 

We understand full well in the field as professionals that there 
are contrary pointsoof view and we recognize that, but we do not 
necessarily accept those contrary points of view. 

It is our opinion, based on our experience, that the people have 
i-espunded effectively ^nd well in such settings, certainly as an 
interim step to a more or less structured setting. 

Senator Weicker. I have two questions that have been asked by 
persons here at the hearing. Sharon Johnson asks: Could you ask 
how many barrier free group hom6s now exist? Isn't this problem a 
significant detriment to moving a large number of people out of 
Mansfield and Southbury? 

Commissioner Thorne. Barrier free group homes, which are re- 
quired under Federal acts principally, makes it difficult. I under- 
stand that even recently there has been some difficulty in getting a 
change established for small group homes in terms of the Federal 
Government. HCFA*s interpretation that we have to have certam 
fire protection within such facilities is going to make it even more 
difficult to establish group homes of a smaller nature in the com- 
munity. 

Agam, a barrier free environment, in our interpretation, does 
not have to be the total home as long as there is available accept- 
able space in that home for a handicapped individual and that the 
program the home offers is available. 

Furthermore, we feel that with the spectrum of services within 
any region, if there are barrier free group homes available within 
that region that should b^^sufficient so that not every home has to 
be barrier free in totality. 
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We have been attempting to evolve a system of barrier free 
group homes. We have a capital appropriation in one particular 
region where it is our intention to build six such facilities. 

The planning and full design fbr two of these facilities has been 
completed by the architects and by public works. These facilities 
are ready to go to bid. They are the prototypes of what we would 
considerto be appropriate type facilities "to be constructed through- 
out the State. We do have funds, not sufficient to build a total 
network, 'but sufficient to start, hopefully, at least, four to six in 
the Waterbury area, two or so in the New Haven area, one in the 
Manchester area, and so on. 

The problem with this is the enormous cost per bed because a 
Jbarrier free group home, by Federal law, in^ order to qualify cer- 
tainly as an ICF, must be built in accordance with institutional 
standards, which makes the per-bed cost in excess of $100 a square 
foot, the reason being that it must meet the fire safety codes of 
institutional standards because of the fact that people in these 
facilities might be nonambulatory or might be very severely liandi- 
capped people. 

This is going to be a substantial barrier to the creation of large 

numbers^olfacilities^Jt is dimply ihe4U)St^nd the regulations- that 

are behind the cost. ,j ■ . , . 

Senator Weicker. Attorney' John Jatar of Connecticut Legal 
Services says: Senator Weicker, ask Superintendents McNamara 
and Belmon* the question, given the state of the art today, are 
there any residents of the training schools who could benefit from 
a program as described by Superintendents 0*Connell and O'Keefe? 

There is a further question which needs to be asked: Are there 
any residents of these institutions who could not benefit from these 
comrnunity programs; who are they and why couldn't they benefit 
-fi'om-them? — — — : 7 — 

Commissioner Thorne. Is that to be asked of who, me or 

Senator Weicker. Of you or any part of your operation, whether^ 
it is Roger, Mike, or yourself or whoever can respond to it. 

Commissioner Thorne. I will respond to this and they certainly 
would be happy to try, I think that we do have people residing in 
the training schools who are in the most appropriate environment 
for their needs for the reasons I have so stated prior, that there is 
concenH^atTdn ofstafiTl)!^ expertise. If is very difficult to come by. 
These people have very extensive needs. 

Either they are behavioral problems or they are problems of 
physical disability on many fronts. They are multiple handicapped. 
They need intensive 24-hour care. The question in this field, and it 
still is a question, and there still isn't even a substantial proof to 
this question, is whether or not such persons would benefit, truly 
benefit, from a smaller facility in terms of their own personal 
intrinsic benefit, what they gain from it. 

Our observations of the profoundly handicapped, multiple, handi- 
capped persons are empirical. The individuals are not able to speak 
for themselves to give us some measure of what they think of such 
a situation. From a research scientific point of view in the field 
there exist today many counteracting points of view as to what is 
the most appropriate environment for such people. 
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We do feel and we do sustain in the State of Connecticut the idea 
that the training schools have an effective and important role to 
play in the treatment program and the developmental program for 
very profoundly handicapped people who have not succeeded in 
any other type treatment setting that they have been in, and the 
training schools have thereby become the point at which they must 

receive their services.' 

Senator Weicker. Fine. Mr. Thorne, why don t you continue to 
proceed with your presentation. We are a little tight on time. 

Commissioner Thorne. Yes, I understand and, as a consequence 
we are going .to drop two people from our presentation. 

Senator Weicker. I don't want to in any way shut anybody out. 
If you feel that is necessary, handle it any way that you want. 

Commissioner Thorne. We want to in deference to your time. It 
is very important that Deputy Commissioner Gravink give her . 
presentation because it relates to our planning, it relates to the^ 
future, some facts about that, how we arrived at that. 

I would appreciate it if I have the opportunity to put her on now 
and then we will look at the time when she is through and if>you 
have time I would like for you to hear briefly from at least one of 

ihe other presenters. 

Senator Weicker. Go right ahead. 

For the information of those at the hearing, we will be recessing 
probably in 15 to 20 minutes and the afternoon's testimony will 
start off with the presentation by CARC, and then various panels 
after that. 
Go right ahead. 

Ms. Gravink. I can say good afternoon. Senator 
My name is Lynn Gravink and I am Deputy Commissioner of the 
Department. Throughout the presentations this morning we have 
\ attempted tor-describe in some detail various-aspects of the depart- 
ment's programs. 

You have heard how these various programs interrelate to pro- 
vide a continuum of services. I would like to describe for you how 
this all comes together on a statewide basis and just how far ^Jong 
we are in the development of what the original law that was 
passed in 1969, called for: a "complete comprehensive and integrat- 
ed statewide program for the mentally retarded^'* 

From the very beginning— in fact, before 1959— there has been a 
continuing planning effort. Although these plans varied slightly in 
emphasis, each plan challenges Connecticut to consider the varying 
individual needs of their retarded people and to provide the appro- 
priate services. 

Each calls for the communities to respond to make the geneiic 
services that are available to all its members also available to the 
mentally retarded. It was this planning that resulted in Connecti- 
cut being the first State to develop a regional approach to the 
service delivery. 

As a department of State government, Connecticut DMR has the 
longest history in the country of providing a continuum of services 
in a variety of settings to persons who are mentally retarded. 

That experience has demonstrated that mentally retarded per- 
sons indeed have a very vast array of needs, and that those needs 
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can be matched with a variety of appropriate service delivery 
models. > 

We have seen mentally retarded persons improve and grow in 
training schools, regional genters, group homes, community train- 
ing homes and in independent living situations when they have the 
necessary services and support systems available. 
- We have- seen others fail in the same setting when that right 
matchup doesn't occur. It has been pointed out this morning that 
until 22 years ago the only services provided by the State of Con- 
necticut to its mentally retarded citizens emanated from the two 
training jschools. ^ 

Today there is indeed a full array of services provided by the 
public and private sectors. There are still shortages of some serv- 
ices in some areas but the base is there and it is on that base that 
we Qontinue to build and develop. 

Let*s look at-what has happened in those 22 years, since it is an 
evolving system and will continue to evolve in the future. 

First of all, with the advent of mandatory special education, 
increased community acceptance, supportive parent groups, aggres- 
sive placement programs sometimes assisted by Federal grants, the 
popuktiojDLJiLresidentialJadl^ , 

When I first went to. work at the Southbury Training School 26 
years ago, approximately 70 percent of the residential population 
was mildly or moderately retarded. Today, more than 70 percent 
are severely and profoundly retarded. 

The few higher functioning residents who still reside there have 
complicating medical, emotional, or other handicapping conditions 
that h^ve, so far, precluded community placement. 

Over the^years this greatly affect^ the character of the training 
school. At the .same time, the supportive services that mentally 
-retarded~persons-and-their^amiliesTieeded^fi;lrey^ivere~^ 
community settings became more evident and the role of the re- 
gional programs began to emerge. 

They hecarne what we often refer to as "the first line of defense**, 
handling all initial referrals, providing counseling, day igrograms, 
respite care, recreation, and a variety of residential alternatives 
which we have heard described this morning. , ( 

The training schools were then able to reduce their populations 
from what was ¥c(^mb1n^d totah)i x>s/W 4,000^ iirth^ early $ixties^t?r 
a combined total of 2,280 today: \ 

During the seventies, with the Federal assistance of ICF MR 
program, we began to improve the environment and the program 
in the training schools for those more seriously handicapped indi- 
viduals who now. live tliere. Connecticut's regional program, devel- 
oped on a region-by-region basis, so that, particularly in th^ begin- 
ning, services were not evenly available across the State. 

This, too, has begun to level off in recent years and as the 
currently-authorized construction is completed all regions will have 
very similar capability of meeting the needs of the mentally retard- 
--ed at the local regional level. 

Currently, M regions have the basic nonresident services availa- 
ble, including social service evaluatioiL special school district 
(which you would have heard about todajPif time permitted but we 
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will tell you about tomorrow), all either provide or have available 
in the region adult day services. 

In each region there are DMR group homes and community 
training homes. All have some respite capability. Most have some 
supervised apartments and in all but two there is a campus-type 
facility available for the seriously handicapped person who needs 
the clinical or program services close at hand. 

As a result of ^ the community service update of Project Chal- 
lenge, which was do»\e in 1977, regional' centers have identified 
comn.unity sei vice teams with the task of considering local service 
needs und planning for them within their lofcal regions. 
. A statewide profile of these needsls currently being prepared as 
part of the planning required by the 1980 legislature.. 

Through the -years, the department has refined and revised its 
planning to meet the changing times and to talce advantage of new 
opportunities. The department's current plan, which is known as 
Project Challenge, was updated during 1978, and circulated^ to 
many organizations and individuals for comment. 

These comments and recommendations were then incorporated 
into the document that was published ia July 1979. It is this 5-year 
plan4hat-the-depar4ment4s <iurrerjtly operating-underr — — 

It proposes what was felt at that time to be feasible, ^ given the 
experience of the preceding years, the economic situation at that 
time and the public attitude toward human services in general and 
the mentally retarded in particular. 

-I would underscore that it is a 5-year plan. It did not specifically 
address a more distant future. Those were and these continue to be 
times of uncertainty economically and attitudinally. 

Full implementation of that plan would allow us to meet most of 
our c urrent needs a nd th ere would b e in place an array of service s 
TfiaTcould be lurtheFbuilt on it m the luture. ^ 

Basically, that plan -calls for the continuous reduction of the 
population of the two training schools in an orderly way and ui>- 
grading of the remaining units at the training schools; the acquisi- 
tion and construction of a large number of group homes, including 
those that would accommodate multiply handicapped persons; cre- 
ating residential units near programs and clinical services in those 
regiQnS3^AerQ^_xegional cj^m^usjype facility does, not cur- 

rently exist; expanding the number of community training^ homes 
and supervised apartnients; and encouraging and supporting the 
private sector to participate as well, primarily through the develop- 
ment of group homes. 

Now, 2 years into the 5, the implementation of that plan is 
underway and we furnished in your packet of material, a chart 
that would describe the residential facilities that are currently 
available, authorized, and those that the plan would provide. 

In some areas we are on schedule. In others we are behind. The 
supervised apartments and the community, training homes are 
moving ahead while the development of new group homes Is lag- 
ging. " ' 

I have attempted to briefly describe our progre^ and our current 
plan for the next few years. Let me describe i^ovv some of our 
current most pressing needs. 
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First, we have a serious need for more residential accommoda- 
.tions. 

All of our regional centers and group homes are filled to capac- 
ity; 205 mentally retarded persons, nearly all severely and pro- 
foundly retarded, many with complicated problems, are living with 
their families and urgently need a residential placement. In every 
case, theiVsituations are truly difficult. 

Another 80 are in private facilities, including residential schools, 
skilled nursing facilities, group homes or children's nurseries and 
they, too, urgently need a setting more appropriate to their current 
needs. ' 

, The remaining, all adding up to the 300 that you referred to on 
that urgent waiting list, are people within our own facilities who 
need to "be shifted from one setting to the another, and the total 
group all meet a definition of "urgent" that includes certain specif- 
ic criteria. There are others who are less urgent, but these are the 
cases that we feel right now need to be relocated. 

At the same time, we need to further reduce the two training 
schools by moving out those persons who are now ready for a more 
appropriate placement and to phase out those buildings that are 
out of-dater-These-additional accommodations need to be of various 
types but most could be group homes. 

Second, as our group homes and other community placements 
are available more support systems need to be in place: adult 
functional education, work activity programs, sheltered workshops, 
medical-dental services at title XIX rates, habilitation therapies, 
mental health services, leisure activities, and one of the most criti- 
cal and currently most expensive services, transportation. Commu- 
nity programs just don't function withgut transportation services 
being available. 

Third, weTiave. a need for somig fa^ilities^and programs for per^ 
sons with very special needis. This has been commented on earlier. 
There is a need to provide a setting for intensive programing for 
the seriously disturbed, assaulted, and self-abusive^client. 

There are a number of mentally retarded persons with compli- 
cated chronic medical problems. The elderly retarded need some 
special attention: Educational settings are needed for seriously dis- 
turbed retarded children not eligible right no w und er the law for 
the special school district which we operate, and who consequently 
are now being sent to private residential schools, either in State or 
out of State, at a very great cost to the local public school. 

Gradually, as space and staff becomes available, we have begun 
to develop some of these specialized programs at the training 
schools and regional centers but until more residential accommoda- 
tions become available for those who are ready for community 

' living, the very specialized programs cannot expand. 

Fourth, we need a backup sys£em for these expanded community 
residential'facilities. Parents and foster parents need respite. Dis- 
turbed or ill clients are not always able to be coped with in group 
homes. Emergencies hit families that require immediate assistance 
and over the years in our existing homes we have encountered ice 

' storms, power failures, flooded basements, and even fires that re- 
quired immediate relocation for short periods of time. 
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If vre double or triple the number of group homes, community 
training homes, and apartments that our plan calls for we must 
have some backup services 'in place. Again, we would expect that 
regional centers and training schools cm provide some of these 
backup services but we need first to relocate tKose that are ready v 
into the community. ^ 

The "department has attempted to moVe^in an orderly and 
planned way on a statewide basis over the last 22 years. From the 
beginning of the regional program we hav^^peen moving from the 
large ti:aining schools toward the community .\ 

There have been setbacks aii^ delays aloni 
the development of new facilities, and progr^ 
particularly in recent years. Neighborhood r€ 
the opening of^oup homes in some areas. 

Bureaucratic procedures at both Federal and\ State levels make 
the process exceedingly slow, even when dollars are available. And 

Sarents who f^l secure and comfortable witn their sons and 
augbters Jiving in a training school or regional center are fre- 
quently unwilling to accept a group home or conjimunity training 
home placement. 

_ JJidpeto-be ableL.to>.expand>.on.some of ihese^problems tomorrow. 

These and other barriers were identified in our 1979 Project' 
Challenge. They have not all been solved but .progress has been 
seen in several areas. We frequently become impatient an^ frus- 
rated but the progress in the lives of the individ lals, as we see 
^\em move through the many programs, encourages us. 
^ye continue to evaluate our progress, to make adjustments, to 
-explore new alternatives aud to present our needs be fore the execu- 
tive and legislative branches' ot government, both Spate, local, and 
Federal 

-We-are- -thankful for- the opportunity -that- we h^ve to do-this 



again to^^y. We hope, also, that we are beginninif to reaph the 
general public who must accept the handicapped people into their 
midst and n^ust support the appropriate levels of qervice through 
their governnient. 
Thank you. \ 

Senator WeicKer. Thank you very much. 

Commissioner, J intend to recess these hearings[ until 1:45 this 
afternoon. Is there ^anything that you would like conclude on as far 
as this aspect of yo\;r presentation, knowing that l/ou are going to 
havp the opporiunity. or many of your people areJLto be back here 
tomorrow? ^ 

Commissioner Thorite. I just want to, agqiin, thank ybu,^ir, for 
the opportunity for our ^taff to appear this morning. I am ceilbain 
you already know this is ^ very complex and complicated probtem. 
The service network is very deeply involved on many, m^ny facefe-^ 
and, of course, there are mapy points of view but we do appreciate 
the opportunity to give you ai^ overview of what the department is 
doing, and you will be hearing from other staff members tomorrow. 

Thank you, sir. \ 

Senator Weicker. I might conclude on this point: I think you 
mentioned in your openmg remarks the parallel between civil 
rights, individual rights, the rights of the disabled, handicapped, el 
cetera. \ 
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Indeed, if the rise in awareness. occurred at the same time, the 
decline is taking place at the same time. I am talking about the 
attitude of the Federal Government and the Federal legislators, 
^ I want everybody in this room to fully understand in what kind 
of context we are operating. No matter how good the concept, no 
matter how much we all might finally arrive at a consensus of 
what the best care consists of, I think none of us will deny that 
whatever road we take it is going to cost money. 

I do not pretend to be an expert ii^ the field in which many of 
you in this room have acquired youc knowledge either through 
professional training or in a personal sense, but I am, I think, very 
knowledgeable in the area of politics and government. 

What is being now proposed at the Federal level I am sure will 
have its impact at the State level. Let me assure you, there is only 
one word to use: It will* be "brutal " I am not talking about a slight 
cutback. We are talking about very, very harsh cutbacks, 

I just hope that as this dialog evolves you will all understand 
that. That is my battle to fight, but I can't fight it with any chance 
of success if indeed those who I am fighting it for,, on whose behalf 
I am fighting it, are in disarray themselves. 
— ^The-committ€o-will-recessAintil 1:45. . 

(Whereupon, at. 12:35 p.m. the subcommittee recessed, to recon- 
vene at 1:45 the same day.] 



Senator Weicker. The next two witnesses are Robert Perske, 
president of CARC, and Mr. Thomas Nerney, the executive director 
of CARC, and any and all persons that you have with you, if you 
would be good enough to introduce them to the committee and the 
hearing- room, please proceed in whichever way that you deem 
appropriate, and it is nice to have you here. 

STATEMENT OK ROBERT PERSKE. PRESIDENT. CONNECTICUT 
ASSOCIATION OF RETARDED CITIZENS. AND THOMAS. 
NERNEY. EXECUTIVE DIRECTOK. CARC - ^ 

Mr. Perske. I am Robert Perske, sir, and I will turn it over to 
Tom Nerney, so he can set thc^ protocol. 

Mr. Neunky. It is a pleasure tp introduce to you; Mr. Chairman, 
our distinguished pane.l of experts gathered here from around the 
countr)^ today. This is truly a nationwide issue and we congratulate 
you on your leadership in holding these hearings on community 
services as one of your first actions of the subcommittee. 

The Connecticut Association for Retarded" Citizens has complied 
with your request to" present testimony on the capabilities of re- 
tarded persons to live in the community^ Tomorrow parents from 
the Connecticut Associatron for Retarded Citizens will present a 
view familiar to you of what families want and what families know 
about retarded sons and daughters. 

1 am pleased that Senator Williams and Senator Hatch are rep- 
resented here today by staff Senator Williams, as former chairman 
of thu full committee, bponaored significant legislation on behalf of 
retarded people. 
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Senator Hatch, taking Senator Williams' place as chairman^ has 
been our new ally in the recent budget considerations for programs 
with persons with handicaps. 1 . 

I would like to introduce once again, Mr. Robert ^erske. 

Mr. Perske. Specifically, sir, you asked us to outline opportuni- 
" ties for persons with retardation in the community to show how 
these opportunities can be advanced and how to help you build a 
record for future activity, and we will do that. 

Professionally, I am a writer on assignments with three basic 
interests: One, inspiring healthy attitudes towaijd persons with 
handicaps; two, writing about remarkable relationships between 
them and persons with handicaps; and, three, describing outstand- 
ing community-based services for people with hanaicaps. 

I usually write for the regular citizen. Therefore, I submit for the 
record the following books produced in part or in total by me for 
your record: "Report to the President," "Mental Retardation,** 
"The Leading Edge,** "Service Programs That W6rk," "New Life in 
the Neighborhood,** a trade book describing how persons with re- 
tardation can help make a good community better, improving the 
quality of life, "An International Symposium on Normalization and 
Integration,'* "Childhood Retardation Today,** **The Adult Tomor- 
row and .International Year of the Child Symj^sium,'* and "Listen, 
Please,'* a report on outstanding face-to-face ajfid self-help prqgrams 
from across Canada. ^ . / 

I knbw you are b,usy and in the interest of efficiency, each 
document contains a quick guide for 5- to AO-minute browsing so 
that you can get the ideas that are in the documents. That will be ' 
turned in to you, sir. / 

For hundreds of years persons with retardation were belittled 
and isolated because of horrendous mvths, pseudoscientific diag- 
noses, adamant refusals to support them in community settings. 
Today we know better because of thp changing attitudes and the 
massive amounts of technology that^ve now have so that it is now 
possible for persons with retardaubn to be valued, to be accepted 
and to grow up in neighborhoods in our Nation. 

It can now happen as never before in the history of humankind. 
One of the reasons for that |s we recognize them as people with 
developmental disabilities, not that they have bad blood, that they 
are contagious, or that soipebody has sinned, or somethings, all of 
the myths of the past, /but they ^ are developmentally disabled, 
which really means thv^i each of us come into this world as a tiny 
bundle of forces and etich force plays its part like a musician in a 
gigantic orchestra sO/ihat between the years of zero to 21 you and I 
develop from a hahy to a full-grown adult, and we usually do it 
with the ease toc^kill of a soaring eagle. 

Nevertheless,/1.4 of our population has a monkey wrench thrown 
into the works^and we npw can identify those barriers and we see 
them as heroes because they have to work from here on out like a 
bird with short wings in order to accomplish the same things that 
we accomplish. ' , « 

We now know about barriers to development and ways that we 
didn*t know 10 years ago. They are developmental.' They long to 
achievii just like the rest of us in society. Therefore, it behooves us 
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individually as good neighbors and colleciively asHJ government to 
da everything we can to help^^these people with their development. 

Here are a list of initial concrete suggestions for helping them 
with their developmental barriers.^ I will go\through them rapidly. 
Support the family, don't supplant it. Provide in-home training and 
support as needed. Provide in-home and in-tne-community respite 
care as needed. Provide sijecific financial aid^ helping families *to 
overcome specific debts caused by family metnbers with mental 
retardation, - ^ - 

Next point: Know that we have reached a turrung point with , 
families. In the production of the report to the President in 1977 
we found that we were at a turning point with faipilies. Up to that 
point we had provided more incentives for persons to send their 
children away from the home than to keep them th^re. 

Now, we think that there ar^ more incentives starting to come 
on to the scene socially and economically so that w^e can support 
the family, support the person to stay in the home. This is a 
turning point because many of us who worked as, professionals in 
the fifties and sixties were utterly brilliant about breaking up 
moms and dads from their kids. That day is fading rapidly. 

Next point: View othe r reside nces as a last resort ^nd^<^nly after 
it is clear that some other resiSence is needed, whefhef^Tf is the 
natural family home or a natural adult home, only then should 
they go to another residence, . " ' 

Next point:. Develop residential alternatives in a person's own 
community. To take a: person out of a community when tliey have 
a problem and send them miles and miles away can be devastating 
, and it can cause regression right there. 

To take them away from everything that they knew to be fami]^- 
iar, " * 

^ Let residential alternatives be family scaled because growth is 
moximized in families and not in regiments. Therefore, wa recom- 
mend that nobody move anywhere from institutions and from 
homes iintil they move into familj^-scale homes of six or less. We 
have some States' here who are, willing to testify today that tl\ey 
would go for three or less, or four or less. 

Next point; Craft residences according to crucial needs. For years 
we had a slot in the residential service and we shoehorn somebody 
in there whether they heed it or not, No^v we look at a person's 
individual needs and then we crafC a residence around them. , 

Next point: Let formal education take plage in regular public 
schools, I have seen evidence that is emerging from across the 
Nation showing that persons with 'retardation, even those with 
severQ or profound handicaps, fare /better in public schools than in 
. separated schools, / 

Next point; Let them become adults. At the International Year 
of the Child Symposium on Persons with Retardation, key persons 
from all over the world refused Just to talk about childhood retar- 
dation because they had enough of the **eternal child'* and the 
'^eternal adolescent \ 
* They felt that these pedple should be helped to become full- 
nedgcd adults as much as they could and to be treated like adults. 
This came through so clearly when the British journalist, Ann 
Shearer, spoke for all of us when she said: 
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Mentally retarded persons^r^i-all t.o often caught in a half world between 
childhood and adulthood, fitting into neither, frozen into a continuous state of 
becoming prepared to enter adult life, yet itbt able to reachf it. 

Thf* last ppint: Those with severe or profound handicaps belong 
in community settings too. Ten years ago this notion would have 
been unthinkable but in this- hearing my colleagues who follow, Dr. 
Lew Browo, Dr. Tom Bellamy, Karen Green, Bob Carl, Liijda Glen,, 
Sister Barbara, and many others will te trying to make this point. 

So, these suggestions set the stage for the speakers who follow. 
But before they begin speaking, I would like to call your attention 
to one more point We now have evidence that twice in this cen^ 
tury >ye tried to improve civilization by culling these people and 
sending them out of the mainstream of life. 
, We did it with the eugenic scare in 1912 through about 1940, and 
that is when our institutions became filled to overflowing, and that 
is still part of the problem that we are trying to solve. * 

Also, in the 1930's the German Nazi Party attempted to make a 
super-race by killing persons with ret::rdation and we are having 
massive evidence come to us daily showing that the early genocide 
machinery was perfected in institutions for the mentally retarded 
that was used on the Jewish community later. ^ ^ 

So, we are, smarter now and we see people with handicaps as 
. having weaknesses and strengths like we have weaknesses and 
strengths & that now we know that everybody figures in everybody 
else's survival and those people we once rejected may be the very 
ones who hold the key for improving the whole civili'^^tion. 

I believe that and I am willing to do anything I can to help you 
see why I Relieve that Way. 

^ will turn, you back to Tom. 

SenatorWEiCKER. Thank you very much, Mr. Perske. 

Mr. Nerney. For our first witness we would like to call Dr. Lew 
Brown, professor of studies in behavioral disabilities at the Univer- 
sity of Wisconsin and also the president of the Association for the 
Severely Handicapped. 

Dr. Brown is a teacher and he is accompanied by two of his 
associates. 

STATEMENT OF LEW BROWN. PROFESSOR, BEHAVIORAL DIS- 
ABILITIES, UNIVERSITY OF WISCONSIN AND PRESIDENT, AS- 
SOCIATION FOR THE SEVERELY HANDICAPPED, ACCOMPA- 
NIEiD ^BY ALLISON FORD, TEACHER, MADISON PUBLIC 
SCHOOLS AND JAN NISBET, PHYSICAL THERAPIST, iMADlSON 

ptjBLicycnooLs 

Dr. BnOvfN. Thank you. I would like to introduce my two asso- 
ciates. Miss Allison Ford, who is a teapher in the Madison Public 
Schools, and Miss Jan Nisbet, who is a physical therapist in the 
Madison Public Schools. 

I would like to make one unfortunate announcement. I notTce 
that there, are 'photographers. We do not have permission from the 
parents of these children to present these slides for pictures of 
their children in such a body, so I would like very much to ask the 
people with cameras to please refrain from taking pictures ,of the 
slides. 
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Senator Weickek, The Chair will request that there be no pic- 
tures taken of what it is that Dr. Brown is now presenting on the, 
screen. 

Dr. Brown. For the past 12 years we have worked with the 
University of Wisconsin in an attempt to, train teachers of severely 
handicapped children and with the public school system, and that 
is a metropolitan school district, 

"I would like to take a few points to try to communicate to you 
some of the more critical characteristics of our school program as it 
exists now. Many of the points I would like to make up front are 
points that are relatively new to us and we think are improve- 
ments on those made in the past. / 

One is that we operated a progrann^ for the past 7 or 8 years that 
excludes no one and rejects no one. Iti the past, prior to that point, 
the Madison district would ^ say, "I aim sorry, you are too retarded 
to come to this schoor* or, *'We trie^d you put and you didn't work 
in ourschooF' and you would have ijo go someplace else. 

There was a philosophical commitment not to do that again and, 
as a result, we gained, in a very sl^brt period of time, a tremendous 
amount of experience and expertises. 

Another characteristic is that ^we used to operate a segregated 
school, a school for only retarded people and that is closed now. 
Now, all Qur students are in what we call regular schools, schools 
with non handicapped people ai)d approximately 90 percent of them 
are irvjwdiat we call chronological-age-appropriate schools. 

That is, your scliool placement is a function of your chronological 
age, not your intellectual disability or intellectual level. We think 
that there ar^ critical, significant and valuable advantages of oper- 
ating such a service system. 

Another characteristic that is extremely important to us is that 
we think that no more than 1 percent of the population can be 
called severely handicapped and so no environment should contain 
more than 1 percent of the population severely handicapped. 

If we look "at what we have done in the past, we have placed our 
students in institutions, in large segregated schools away from 
people with no interactions with nonhandicapped persons, and the 
results gQ*nerally have been catastrophic. 

So, what we are spying is that if a child lives in a neighborhood 
he or she goes to a school i^ti that neighborhood, or a school as close 
as possible to that neighborhood. 

Another characteristic ik that we used to think how big should a 
class be, we used to think how big should a school be, how big 
should a school biis be. \ye used to think^about classrooms, facili- 
ties> buildings, buses, ^o^v we are thinking, more and more, pri- 
marily because of the. influence of Public Law 94-142 and the 
parent involvement thai it mandated, about individual people. 

So, the issue is not hQv\ big should a home be, how big should a 
school be, the issue is what should be the life space of a child. How 
many minutes a day sh9|uld this child be stimulated? How many 
minutes a day should this child be left alone? What should this 
child be taught and why? Where should this child be taught and 
why? I\ 

AH those questions thai y/Q somehow never get around to getting 
to. What I would like to do now is take a couple of minutes to talk 
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specifically about what we think are the critical needs for interac- 
tions between severely handicapped people, meaning the lowest 
functioning 1 percent of our population intellectually and nonhan- 
dicapped persons, particularly the highest functioning people in 
our society. f 

This, Senator,;5s a slide of two students and they are in a regular 
playground. This is different than we used to operate. In the past 
we- had playgrojiinds that only contained handicapped students. 

Then we said, when we went to regular schools, let the normal 
kids go put and play first and then we vyill go. This is a telling slide 
for us because of several points. One is, when our students went 
out there for the first time the nonhandicapped students noticed 
them right away. We didn't notice them very much but they no- 
ticed us right away and they were very cautious. 

They wouldn't play on the tires on the side that the children 
were and after about 2, or 3, of 4, or 5 days the presence of ^those 
students became insignificant. They didn't look at them. They 
knew they were there. They didn't focus on them. They didn t 
gawk at them. They didn't tease them. They didn't step on them. 
They avoided, them. 

This is Rose Mesina and she is a physical therapist in our 
system, and this student is severely multiple handicapped. The 
other students in that .room are nonhandicapped and there is an 
art teacher there. This is an art class. 

Because this child goes to a regular school in his neighborhood 
he can now interact with nonhandicapped persons in a wonderfully 
individualized activity in a very habilitative way. 

This student is called various things in various places. If he was 
living in 9n institution, or something, he would be in an environ- 
ment with only children of a similar functioning level. He is not 
ambulatory. He has severe difficulties keeping his head up. But his 
friends know. They ar^ normal people in his neighborhood. 

These are the people that are going to upgrade the group homes 
when he gets older. These are the people who are going to be the 
nurses at the medical clinic. These are the people who are going to 
be his teachers and these are the people who are going to take care 
of him for the rest of life, we think. 

Because we are in regular^ schools interacting with nonhandi- 
capped people we get different things that we don't get when we 
operate in environments that contain only handicapped j)eopla 

One of the things we get. Senator, is the eye. The eye is th^ look 
in the face of a nonhandicapped person that expresses warmth, 
that expresses understanding, that says, "Hey, we arje togeth\er. 
Hey, let s interact." The eye is the basis of the interaction, all the 
interactions that follow. \ 

This is a student who is currently dying of leukemia, and these 
are his friends. One of the things we are trying to avoid is this: 
This is the situation where one of our adolescent students is learn- 
ing to use a picture book to shop in a regular grocery store. 

There is a little voung woman on the side there who is calling 
out to her mother: Look, Mommy, look, look." The tragedy here is 
that this child did not have the opportunity to grow up with people 
who look differently than she is. She has not had the opportunity 
to interact with people who are severely handicapped. 
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This is a desegregated kindergarten which was initially funded 
by your early childhood demonstration program in the Office of 
Special Education and now it is a regular part of the Madison 
School District. 

In our community, sir, severely handicapped children go to 
school with nonhandicapped children from birth. 

The student in the middle here has spinabifida which is a severe 
neurological disease — in his case it is a severe neurological disease. 
The two students on the right are helping him. They are not just in 
his physical presence. They are not just tolerating him in the 
environment. They are physically helping him. 

And, more significantly, sir, they are learning how to help him. 
They' are learning that they don't sit him down on the mat and 
bring him a glass of water. They are learning how to help him 
cra\yl over to the water fountain and climb up. They are learning 
that it is OK to have a barrier for a handicapped person in a public 
place;and that people actually use these barriers. 
* This is an art teacher in a different school. This young woman in 
the middle lives in an institution. We have 100 people who live in 
an institution in our community who come to our schools during 
the day. This is her nonhandicapped sponsor. 

This is another eye. Senator. Fascinating things happen when 
handicapped people interact with nonhandicapped people. Here is a 
student that has a handle brace screwed into her skull in an 
attempt to straighten out some of his spinal column. 

And here is a nonhandicapped person and her task, her mission, 
her objective is to get this kid involved in activities, not to leave 
him alone while he is waiting for physical therapy, not to leave 
him in a ward in a dayroom doing nothing, not to leave him alone 
but to get him involved. 

Teachers can't do this. Teachers say you can't give that eye. We 
don't have the physical skills necessary to maintain this kind of 
involvement for hours and hours a day. 

These are nonhandicapped students breaking their backs doing 
everything they can to involve a student with severe seizures and 
severe physical disabilities in a recreational leisure activity on the 
school grounds. 

This is a child who is deaf, who has serious vision problems and 
many, many autistic-like behaviors. One of the things we have 
done in the past is put these children on wards with children of 
similar kind, in schools with only other chilidren that have severe 
behavior problems and what do we get? 

As, adults we get adults with severe behavior problems. The 
thesis now is, our position now is, and the data are overwhelming, 
that the more you expose these children from birth to nonhandi- 
capped people the less and less likely it is they will develop these 
skills. 

Here is another student who lives in an institution and comes to 
a regular school for her education. And she anticipates the speed of 
moving objects. She is in a public roller skating rink. Ten years ago 
it couldn't be done. Today, unfortunately, in many places they say 
it couldn't be done. They ^ay she can't benefit. Well, she does. 
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This is a fifth grader and Sylvia, the young student on the right, 
is 8 years old. One part of Sylvia's program is to learn how to act 
in public places, to learn how to use community envirpnments. 

Sh6 has severe articulation difficulties so she is learning how to 
interact with anonymous people to order her food, the food, inci- 
dentally, that she choases. The person on the left is in the fifth 
grade and she is a friend of Sylvia's and that is a part of Sylvia's 
curriculum in the public school, and that can happen because 
Sylvia liv0s in the neighborhood and goes to school in the neighbor- 
hood. , , 

And that can also happen because that student knows her, 
knows her family, knows where to go. 

One of the things that people say when we say children should 
go to school, severely handicapped children should go to school 
with nonhandicapped children is that, yes, you are always talking 
about these cute little kras but what happens when they get older? 
And what about the really multiple handicapped? 

I am sorry if this slide doesn't depict as well what I would like 
for it to, but that young girl is very stiff. The student is obviously 
fearful. He has severe spasms. And she is learning how to feed 
him. I don't know what she is going to be when she grows up. She 
might be a parent of a severely handicapped child. She might be a 
nurse. She might be a physician. She might be an engineer. She 
might be any number of thiqgs. 

But she is learning how to handle that student but she is very 
stiff. See her elbows? See her fingers. This is another student 
learning to interact with Roy, a fellow in the room next door to 
her, and she is also very stiff. This is a behavioral characteristic 
that we see in many, many situations where nonhandicapped stu- 
dents start to learn how to interact with severely handicapped 
students in regular schools. 

This is the difference. Senator. See the boy with the baseball cap 
and the student in his lap? He is looking at something that the 
teacher is doing. There are nonhandicapped students and handi 
capped students in that room. 

He doesn't know that that kid is handicapped. He is rubbing his 
body. That cbild is a part of him. And that, physically, emotionally, 
and psychologically is our objective. 

This is Todd. Todd is sponsored by a third grade at this point in 
the normal elementary school. Todd has no arms and no legs. Todd 
spends maybe 25 to 30 percent of hi& day interacting with nonhan- 
dicapped peers. I wish we had the time to discuss with you some of 
the bituationb that arose from parents of non handicapped children 
because Todd is in that room, the attitudes and barrier changes on 
the part of teaching staff in the regular school. It is becaase Todd, 
who is retarded, has no arms and .no ]egs and goes to a regular 
school. 

This is a slide of children who ^rew up in community schools. 
You can't find the severely handicapped students but the^ are 
there. This is a recess period and they are out rousting about in the 
playground. \ 

This is a student who comes from an institution ward and this is 
what he does. We go back to th^ institution ward and we waiph 
him on weekend?. This is what he does. He walks in circles. He self 
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stimulatQ.s. He looks at his fingers. And he' comes to school. After 
school he goes back to the institution ward. This is what he does. 

The chief concept here, Senator, is the developmental twin, some- 
one with the same intellectual endowment as he who grew up in a 
neighborhood school with a normal family or a surrogate normal 
family is going to be different than that child and we now all know 
this. 

I would like to switch gears for a moment to talk about what 
happens, some of the things that happen as our students become 
older. We operate an extensive vocational training program that 
starts when students are 11 or 20 years of age because we only 
have them until they are. 21. 

I would like to share with you some of the things that they do. 
. This is at a Red Crosff distribution center. Incidentally, Senator, 
these are the students 'who, years ago with their developn^ental 
equivalence, people would have said: They can't work, they can't 
learn, they can't make a penny, thev can't even try. They should 
be deprived of the opportunity to try. ' 

This is a Moose Club and the student is learn mg to be a bus 
person in a Moose Club. This is a public hospital in Madison and 
this student is learning to unpackage things from boxes as they 
come in. 

This student is deaf and blind. He lives, tragically, in an'institu- 
tion ward. He comes to school and this is his vocational experience. 
It is in a general hospital in the city of Madison. . * . 

In an analysis of this pharmacy, which is placed in a hospital, 
the pharmacist was spending many, many minutes per day unpack- 
aging things as they came in. A deaf, blind student is particularly 
qualified to function in this way and he is doing extremely well. 

Some of the severe behavior problems, the self mutilation, the 
self stimulation, the scratching, all tliose things are gone now. 

This is a student learning to be a chan^bermaid in a Howard 
Johnsons. This is the Madison Civic Center and they are in the 
mail room. This is a laundry in a hospital. This is a student who 
for many, many years was laid out on a mat. People thought he, 
couldn't do anything, indeed, deprived him of the opportunities to 
learn to do things. 

I doubt very seriously if he is going to make any money as a 
custodian when he finishes school but the point to be m^»de here, 
sir, is that he is trying. You should see him. He can't go to the 
closet and get the broom, but you put the broom in his hand and 
you watch nim mov<j his wheel chair. If you put something on the 
/ floor he will get it. 

This is a student as a bus person in a restaurant. Two students 
working in the laundry of a nursing home. This is Madison Gener- 
al Hospital and these students work in the area of the hospital 
concerned with sterilizing instruments that were used in oper- 
ations. 

Thib student works in a newspaper. This is a county garage. This 
lb an interesting student because he currently lives in an institu- 
tion. They are trying hard to get him out. 

If you looked at his behavior file you would find that he bites 
people, grabs people, climbs up on walls, runs into doorways, 
breaks glass. In the institution he is a terrible behavior problem. 
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Here he is eating his lunch in a cafeteria of a public hospital. 
The differences are astounding, sir. Environments are critical. 
Here he is working. So, from a life of waste to a place where he can 
'interact in. public places and actually make money is the point. 
^ I am sorry, my time is up. 

Senator Weicker. Thank you very tauch. Dr. Brown. I have two 
. questions. What is your opinion of how we are doing under Public 
Law 142 insofar as this Nation educating its handicapped students? 

Dr. Brown. I think fantastically on a number of fronts. One is 
when We started 10 years ago when this movement really started 
in a major .way, our students were excluded from school. Now 
everybody, al most everybody goes to school. 

In the past, lOO percent of our people went to segregated school, 
retarded, handicapped only schools, maybe* 85 percent. All over this 
country people are going to regular schodls. 

People used to tell me when we first started developing teacher 
training programs that you can't get good people to work with 
these kids, you can't get talent, you can't get creativity, ridiculous. 
Wrong; absolutely not. The brightest people in education, indeed, 
the brightest people in our society now know what> severely handi- 
capped people are because we are in regular environments. We are 
in environments with other-pecple. / 

All over this country the most talented people— applications for 
programs—the grade point averages— any dimension you want to 
think of, we are getting the talenf that we need to succeed. 

When we had these people locked up in corn fields and remote 
places we couldn't get good people to work with them. They would 
come, loo.k, see, ''no, I don't want that". It is different now. When 
^our programs— and 94-142 gave us that. There is no doubt about it. 

You demonstrated with the early childhood research that we can 
get these kids an education. We call it educationally prevent. We 
can prevent severe behavior problems. We can prevent scissored 
legs. We chn prevent self stimulation. We can prevent attitudes 
and values from developing both in parents and children and non- 
handicapped people that we never thought we could before. 

So, you go right down the line of what the research and demon- 
stration on early childhqod education, vocational preparation, 
which was funded as a result of 142 and the acts that preceded. 
Tremendous progress. 

This country is so excited. The other issue is parents used to be 
told by professionals: ''We will take over. We will take care of it. 
We will do it.'* No more. No more. That requirement that every 
parent has a right to participate in the educational program of 
their children has had astounding results in the quality of life xind 
the quality of education. 

So, when you take the talent, the demonstrations, our task now 
is to pull it together. It is no longer do we have to demonstrate that 
severely handicapped people can live in communities. No longer do 
we have to demonstrate that they can work. No longer do we have 
to demonstrate that they can interact and benefit from interactions 
with non handicapped people. , 

That has all been done. That is being done all over the United 
States. What we have to do now is pull it all together— a little bit 
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here and a little bit there. Now, our task is to come up with ^ 
comprehensive community services for everybody. * ' 

Senator Weicker. Can all severely handicapped students be 
served in regular public schools? 

Dr. Brown. No doubt about it, sir. The only way, to answer the 
question is to come see. We could sit here and argue . and talk, but 
you should see. These I have shown you I think are the most ^. 
severely handicapped persons you are going to find. 

Kids who used to have tubes in them, they don't have tubes in 
anymore. Kids who used to eat their hands, they don't eat their 
hands anymore. Kids that do all these things that you hear about, 
within an institution in the middle of a corn field someplace be- 
cause these kids can't be served in regular schools, no. 

We are putting in millions and millions of dollars in oil trans- 
porting these kids to and from segregated schools when they can be 
taken by their brottiei^s and sisters, when they can be wheeled by 
their neighbors at no cost at all, because people feel these kids 
can't go to regular school. 

But, you take almost every State in this union and I can point 
out a program to you where severely handicapped people are func- 
tioning extremely well in regular schools. 

Other advantages: We are not preparing the future parents of 
severely handicapped children. We are not, as long as we keep 
these kids out of regular schools. We are not preparing future 
nurses, future physicians, future teaehers as long as we keep se- 
verely handicapped children out of the schools. 

Where is the talent in the future going to come from to take care 
of these children? It is going to come from those regular schools - 
and the sooner we get to that dedication and creativity the better 
off we are going to be in the long run. 

And that is the least restrictive environment. That is what the 
Clause in Public Law 94-142 has given us, that children should 
grown up with nonhandicapped people whenever possible. That is 
access. 

Senator Weicker. Would you like to qualify your statement to 
the extent that all severely handicapped students could be served 
in regular public schools assuming that there is adequate funding? 

Dr. Brown. No, sir. I think it is cheaper. 

Senator Weicker. In other words, you feel that the job could be 
done for the most severely handicapped even in the absence of 
rather substantial funding 

Dr. Brown. I know school districts that plan to build -chool 
buildings but they couldn't get the money and they couldn't afford 
the transportation costs so they started serving their kids in the 
regular schools. The kids are doing better. 

So, you don't want tp put your money into ceramic tile, stainless 
steel, oil, bricks and mortar. There are buildings all over this 
country half empty. What you want to put your money into is 
talent, curriculum development, research, demonstration. 

Senator Weicker. I don't argue that point with you. I just won- 
dered whether or not it would be sufficient to rely on thf volunteer 
assistance either from without or within the classroom to take care 
of these situations which clearly require more of a one-on-one type 
proposition in terms of professionals. 
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Dr, Brown. Well, sir, I think every child deserves the one-to-one 
attention of attentive and sophisticated adults. But to say that 
these children need one-to-one all day long is not so. In fact, it is 
counterproductive. 

When we get down to issues of curriculum, clearly these people 
need to learn to interact with each other. Clearly they need recrea- 
tion and leisure skills. Clearly they need tp function in group 
settings, and they can. 

The old assumption that these kids should be with only experts 
so they can have one-to-one instruction, we used to believe that, sir, 
and then we started counting the numbeV of minutes per day that 
these kids actually got touched by someone else, rubbed by some- 
one else — miniscule in relation to when we started putting these 
kids with normal kids. 

Senator Weicker. All right, then, my last question would be if 
what you say is so, why don't we go to what it is that you: are 
suggesting? 

Dr. Bkown. I think we are, I think that was the force of the law, 
I think States all over this country — we could sit here for a long 
time— I am thinking of California, Oregon, Washington, Minnesota 
and Alabama, We are. Clearly we are going that way. 

We know now these kids can survive. They can flourish much 
better. 

Senator Weicker, I am not arguing that point with you. For 
instance, would you suggest that the institutions devoted to the 
care of retarded would prefer to keep themselves in the business at 
the expense of the welfare of their clients? 

Dr. Brown. I think there is an element of that, I think we have 
monuments. I think the people who have made decisions personally 
and professionally are hard to change. I think there are many 
other reasons for that, 

I think people are committed to jobs and, in many cases, legiti- 
mate professional judgments, I just think they are wrong. When 
you talk about the individual development of a person— take any 
person no matter where hp or she lives. Let's talk about that 
^ person and what life space' is most habilitative for that person. 

Anything that you can do in an institution we can do in a 
community. And, not only that, sir, we can do things in a commu- 
nity that can never be done in an institution, I tried to show you 
some of those things. 

Senator Weicker. I have no further questions. 

Dr. Brown, Thank you, sir. 

Senator Weicker. Thank you very much for a very good presen- 
tation, 

Mr/' Nerney. Senator, I would like to introduce Dr. Thomas 
Bellamy, associate professor of special education and rehabilitation 
of the University of Oregon, Dr. Bellamy is also a member of the 
President's Committee on Mental Retardation, 

Senator Weickeu. It is my understanding, incidentally, that, am 
I correct, Tom, that your witnesses all come here at their own 
expense? 

Mf. Nerney. All of our witness have volunteered, sir. 
Senator Weicker. They all volunteered to be he. I think that is 
, certainly proof of their commitment to the cause Nvhich they serve. 
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This is Dr. Bellamy of the Center on Human Development of the 
University of Oregon. Dr. Bellamy, it is good to have you here in 
Connecticut and please go right ahead, 

STATEMENT OF THOMAS BELLAMY, ASSOCIATE PROFESSOR 
OF SPECIAL EDUCATION AND REHABILITATION. CENTER ON 
HUMAN DEVELOPMENT, UNIVERSITY OF OREGON 

Dr. Bellamy. Let me, first of all, say that I sincerely appreciate^ 
the opportunity to be here. I understand- that the impetus- for the' 
hearings comes from Connecticut but I think the issues that you 
are raising are nationwide ones that many of us have devoted a 
great deal of attention to. I appreciate being included. 

Senator Weicker. Not at all: You are entiraly correct. These 
hearings are hearings of the U.S. Senate and even though they are 
being held here the principles that we are discussing here will be ^ 
taken in the context of being nationwide. 

Dr. Bellamy. Although I must admit that as I listened to your 
opening comments this morning it occurred to me that a letter of 
support' for you might have sufficed as well as an airline ticket. 
[Laughter.] / 

The focus of my presentation is on the potential that severely 
and profoundly handicapped people have for community living, 
have for participating in a life and the work of the comtnunities 
that they live in. 

I am focusing on adults because I think after H. 21, ofter entitle- 
ments to public school and children services run out that the final 
test of our success and the final cost accounting really has to be 
made. I am focusing on severely handicapped people because I 
think this is the group, because of the extreme difficulties they 
present both to their families and to parents that serves to bring 
into focus the most critical issues that we are facing in terms of 
policy ani program design. 

What I would like to do is to try first to frame a bit the issue 
that I think we are all addressing. Second, to look at the record 
that has been compiled since the three laws that your subcommit- 
tee is responsible for have been on the books and earlier with the 
national commitment to deinstitutionalization. 

And, finally, to look at some of the work that I have done at the 
University of Oregon as an illustration of the points that I am 
making. 

The basic human issue that is raised in any discussion of alterna- 
tive strategies is what sort of life is appropriate, affordable, reason- 
able, desirable, what have you, for people with handicaps. What 
represents a quality adult living for those individuals? 

In a broader context, our society has answered that question for 
the rest of us several times. We are, as a society, willing to enter 
major conflicts to protect our life, our liberty and our pursuit of 
happiness. 

Those same values, those same issues apply equally well to indi- 
viduals with handicaps. And the real issue that we have to deal 
with is how those get operationalized in day-to-day living. What is 
the framework available for that? How much of it is built on the 
experience that we have had in the last 10 years in providing 



services, how much of it deriving from the concepf of normaliza- 
tion? 

We believe that, the opportunity for continued growth and the 
opportunity to participate in ongoing community life, the opportu- 
nity for a safe and healthy environment and the opportunity for 
productive work represent the goals which we are striving for and 
represent a framework which might provide a basis for national 
policy or for explicit national goals in the fields of mental retarda- 
tion and severe handicapping conditions. 

On the basis of our experience so far, where are we? The first 
and, I think, most powerful thing that has come out of the last 10 
years is a very clear demonstration of the potential of severely 
handicapped individuals, all severely handicapped individuals to 
develop skills to continue to grow, to overcome major behavior 
problems that no one ever thought possible very short time ago. 

I think that it is important to reflect qn why that has happened. 
As community services were confronted with prol)lems that we had 
never dealt with before as a result of either the Development 
Disabilities Act, or Public Law 94-142, or sections 515 and 504 of 
the Rehabilitation Act— as these pieces of legislation .confronted 
community service providers with j)roblems that were unfamiliar 
tp us we developed solutions and strategies and technologies that 
raised the level of expectation of individuals themselves, of their 
families, and of the professionals far beyond what had ever oc- 
curred before.^ 

Technology development occurred in a very real sense because of 
the challenge that those pieces of legislation presented to commu- 
nity services. 

We now are thoroughly convinced that every severely handi-^ 
capped person has the potential to develop the skills needed for^ 
daily living, for participation in comhiunity life and so forth. ^ 

The question must arise, does this really apply to everybody.^ I 
think the answers to that are, first, a .esounding yes, but under- 
neath that a level of complexity that bears some attention. ' 
. I believe that if our experience in several States bears out na- 
^ tionwide, and there is very little reason to believe that it wouldn't, 
for ever> person now served in a restricted environment in a 
segregated school, in a segregated adult program, in an yistitution, 
we will find an functional twin somewhere else who Ijas benefited 
incredibly from integrated community services. / 

But the honest second answer of that is that mo^C of ^us who are 
involved day-to-day in service delivery confront^some very bewib 
dering people. The job of technology developm^ is not over but if 
we eiitablish policies that take those bewildmng people out of our 
programs the job of technology developme;tt will stop, or at least 
the impetus for it will. / 

The real test of all this though comp^ not in what someone can 
learn but in what sort of life they h^. And I think it is here that 
the dramatic potential uf integrated community situations becomes 
very clear. / 

People in small community^programs, adults who are severely 
handicapped in small commumty" programs, can and do travel inde- 
pendently in their neighbpmood, can and do select and purchase 
items from local stores, am and do take work breaks in downtown 
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coffee sho 3s, can and do work outside their home, attend church 
independehtly, jog with nonhandicappped peers, and on and on 
I submix that the services that ^e provide are only half the 
picture. The other half is the oppoi^tunities that our society pro- 
vides to everyone. It is only at the point that those intersect that 
we reallyf achieve the outcome for Adults that our whole service 
network is designed to solve. j 

It is tljfe proximity to those opportunities, and it is the flexibility 
in staftlng and facilities and so forth in community services that 
allows severely handicapped people to enjoy the fruits of their 
\ labor. / ' 
^ Rather than endure treatment as eternal children preparing con- 
tinuously for some distant goal of participation or mainstreaming, 
peopl^ with severe handicaps in community programs have the 
opportunity to use the skills that they have in ways that enhance 
the duality of their jiihzAnd contribute to the quality of those 
around them, i I 

T^ere is a great deal of data that [l won't go into that suggests 
that, in fact, this skill development, does occur more rapidly in 
small community settings, that community settings over and over 
again have been associated with improved health status, with in- 
(^reased family contact, with increased participation in the plan- 
ning process that determines individualized programing, and so 
forth. i 

But, let me turn to work. The importance of work is chronicled 
in our history, at least, given your comments earlier today, by 
every civil rights group that has advocated for itself in this coun- 
try, . ; 

We have Jtioved very quickly in tile literature of every one of 
those groups from an emphasis on equality to an emphasis on work 
opportunity. Given our demonstration that severely handicapped 
individuals can learn the skills necessary for work, they, too, join 
the rest of us in society whose options really depend on the status 
that is provided by our employment and the opportunities that are 
provided by our wages. 

Let me very briefly describe some o( my research. We began at 
the University of Oregon 8 years ago to try to solve what we 
thought was a very pressing and difficult problem. 

In national statistics we have something like 100,000 people who 
are served in programs called adult day programs, developmental 
centers, day activity programs, programs for people that presum- 
ably have no work potential. 

And faced with fairly clear data that that wasn't necessary, that 
those individuals did have v/ork potential, we set about trying to 
design an alternative to. that, an alternative that would allow 
individuals to work at the level that they were capable in a struc- 
tured, supported community situation. 

Tile people that were included in the program in a group, gradu- 
ally from 3 or 4 people to a total of 15, were all considered severely 
or profoundly retarded, all considered, in fact, at the outset too 
handicapped to be served in the State's day activity programs 
either in the institution or in the community. 

* 
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They represented extt'eme behavior disorders. The files were fuiT 
of things like: "Let's aon*t try this person on any other work 
situation," and that sort of thing. 

We live in a situation that is not blessed by the best economy 
and we went as far as 5 and 600 miles away to identify a market 
for electronics work and began the process of teaching nonverbal, 
severely and profoundly retarded individuals who had extreme 
behavior problems to assemble such tasks as oscilloscope cam 
switch actuators, cable harnesses, chain saw components, circuit 
boards, computer printer frames, transformer coils, power supply 
units, and so forth. 

Last year, those 15 people earned a combined wage of $18,371, 
something like four times the average for their much more capable 
counterparts in work activity centers in the country, something 
like three times the national average for all people who are called 
(hentally retarded in sheltered workshops. 

And, I think, perhaps mora significantly, that program now ha& 
been completely replicated in communities in six Western States. It 
is not* dependent on the extra resources available to the university 
or anything else. It is clear what we have done is take only a very 
small slice of the possible work opportunities that severely handi- 
capped people could benefit. 

But, I think the results of taking that slice and doing it system- 
atically speak for themselves. 

The way I would suggest we deal with this data are to affirm 
that severely handicapped people do have potential but to be 
honest that not everyone who has been served in community set- 
tings in the last 5 or 10 years have eryoyed these kind of benefits. 

I think the policy and program issue that we are faced with now 
is where to attribute those difficulties. The data seenis clear; we 
cannot attribute those difficulties to either the readiness or the 
potential of handicapped individuals. 

If we honestly look at the results of the last decade we must 
attribute the difficulties to the service system itself and to the 
ability of that system to adapt to developing technologies and to 
put together the complex set of interlocking community services 
that are needed. 

I think as we attempt" to deal with a continuing need for ^ pro- 
gram development in times of less than abundant resources it is 
important to take a look at all aspects of what we have done 
before, 

I am convinced that one of the critical things that must be solved 
is that, let's call it an underlying idea of readiness that seems to 
pervade an awful lot of Federal and State programs right now', our 
services are designed to prepare a person, to prepare a person so 
well that he or she can participate without any further support in 
the mainstream of community life. 
^ Let nie tell you what that does to severely handicapped people. It 
sentences them to indefinite preparation, getting ready in institu- 
tions (or regional centers, getting ready in regional centers for 
group homes, getting ready in institutions for day activity pro- 
grams, getting ready in day activity programs for workshops, and 
on and on and on. 
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In fact, what it does is sentence people to programing in the least 
efficient environment for what we know about severely handi- 
capped individuals is if we want them to participate somewhere, we 
start there, provide the support and we withdraw that support 
•as we can. 

Let me conclude auickly. We , do have the technology to allow 
severely handicapped people to participate in the mainstream oC 
community life. Wejiave the potential to allow them to affect the 
rest of us. 

But, .the personal results are probably even more impressive. 
This individual entered our program in Oregon after something 
like 30 years ir a State institution. He has been called schizophren- 
ic, autistic, profoundly retarded, nonverbal, dangerous, and several 
other things. 

After a few years ^in the programs he is now competent on 
something like 25 separate electronics assembly tasks, has earned 
' more than $100 a month for the last 3 or 4 years, not without 
support. He threw a television through a plate glass window in the 
group home not too long ago, bQt those are difficulties that, in fact, 
qualified staff have been able to deal with. He doesn't need to be 
segregated because of one behavioral incident in 5 years. 
\ Another individual spent almost as long in an institution. He has 
^Dov^n's syndrome, is nonverbal, was characterized by a loud high 
'pitched screaming in the institution ward hour uporf hour. He now< 
is the individual I referred to earlier thai jogs independently^ goes 
to church by himself, buys things at a neighborhood store, and so 
forth. 

That concludes my testimony. 

Senator Weickeu. Let me ask one basic question with a few 
parts. I havq seen quite a few slides here this afternoon but I 
haven't seen yet the kind of severe, catastrophic situ^.tion which I 
have seen in bed. 

Point No. 2: 1 heard the term *'families'* mentioned in supporting 
the family. What if the family doesn't want the mdividual? -What 
about the situation of the older person who doesn't want to leave? 

And, then, lastly, what about the community that doesn't want 
to involve itself? 

Dr. Bklumy. I will defer part of those, if,I may, to people who 
come after me who might be able to address some of them better 
than 1. 

Senator Weicker. In other words, what I am saying, I suppose, is 
I don't think you have to convince me either as to the goal or what 
is the most desired result. I just think we .are dealing with certain 
fact situations that doni necessarily lend themselves to what we 
would like to have done. 

Dr. Bellamy. Let me answer that in a roundabout way. There is 
a person who, is very active politically in the State of Oregon who 
is an adult, was one of the people who returned from an institution 
through our program. 

That person had had no family contact for several years. And, in 
fact, today has family contact everflew months or something like 
th^t 1 discussed that once with the family, and essentially smd this. 
It IS very abnormal in our society for adults to h.ave dail><£Qntact 
with their parents. It is very abnormal in our society for parents 
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and families to make all the decisions for an adult. That, in fact, 
what was happening is that we were providing an opportunity for 
that individual to live^^ith fewer restrictions and providing an 
opportunity — no moi:e than that— for the family to take advantage 
of the fact that there were fewy* restrictions, there was no coercion 
for that kind of contact. 

What we found is that it has happened over a,nd over again 
voluntarily. The other side of th^t, and I think a point that needs 
to be, made in relation to your comments just before lunch, is that 
we are faced with hard choices, that the sort of brutal budget 
decisions tjiat have to be made will force us to deal with some 
issues that we would prefer not to deal with. 

We have two parallel service systems, both designed to do essen- 
tially the same thing by the original founders, one fairly segre- 
gated and one quite integrated. To the extent that we choose to 
maintain investment in both, we would probably do a mediocre job 
of everything. \ 

To the extent that we are able to choose one or the. other, then 
we can offer some security to parents who now have children of 
school age that something might be available as adults, 

The point is that overuse of institutions creates (further overuse 
because in times of fiscal crisis we won't be able to have the 
community opportunities for people after they leave,, school unless 
we make;some of those hard decisions now. 

Thank you. 

Senator Weicker. One last point, however. All of us in this room 
are sitting here trying to determine the way to go. Maybe there is 
not so much debate upon that as there is, when do we go and, yet, 
the other side of the coin is that in this time of restricted re- 
sources, as much praise as I have heard for Public L^w W-142, 
make no mistake about what is going to happen and what already 
is happening, which is we are going to find. out how we can fudge 
on Public Law as between the persons who share our con- 

cern and those* who are, according to the world, "normal**. 

So, there really is another fight. Is what I am saying, that I see 
taking place and^I make no mistake about it because these funds, 
you see, come to pass by virtue of what we call politics and politics 
involves itself with majorities.*' 

Dr. Bellamy. It is an interesting phenomenon that in each of the 
communities that has experienced some of the kinds of programing 
that we described today a consensus has emerged that has become 
incredibly supportive of that. Perhaps it is a fault of all of us that 
wc fear the unknown a bit but I think if we take time to look at 
the bitmitions around the country where we have programs of the 
kind that would show it, they have had a pOi.tical iippact fxs well 
as a personal and social. 

Senator VVeickeh. Dr. Bellamy, lhank,you for coming all the way 
from Oregon. I appreciate it. \ 

Mr. Nerney. Our next witness is Karen Green of Glenwooc|, 
Iowa. Karen has been a consultant for 22 States and the Govern- 
merit of Canada, especially in the field of providing services \o 
persons of profoundly handicapping conditions. 

Senator Weickek. It is very good to have you here. 
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y Tom, I am beginning to get a little concerned. I am telling you 
what our problem is/ as, I see it coming down the road here. And I 
am at fault too. Obviously I enjoy these discussions between var- 
witnesses. But the hearings were scheduled originally to close 
at 3:30, I don't intend do that. We will keep going till 4 o'clock 
but I think that is going to be 

Mr, Nerney, We will {speed it up, 
^ Senator Weicker: Please believe nfie when I say, far from want- 
ing to cut anybody of^,.I can sit here into the night and, 
indeed, I will be back h^re at this stand tomorrow. I don't intend to 
foreclose anybody but iust understand \Vh2\t the constraints are. 

Please, Karen, go rigljt ahead. 

STATEMENT OF KAREN GREEN, CONSULTANT. I^RAINING OF 
DIRECT CARE STAFF j 

Ms, Grken. Senator IWeicker, I thank you \erj/ much for the 
opportunity to share information about the needs of the catastroph- 
icallv involved persons that we have spoken of. / 

I have been in the f^ield bf mental retardatiori for the last 16 
years and am a little hesitant to mention that I have, for all of 
that time, worked with people who are both sevecfely and profound- 
ly retarded, who have [medical complex needs ind largely in the 
last severar years, who are also, in fact, adults who had been 
institutionalized for very long periods of time. / 

I am currently a full-time consultant arid I triavel approximately 
150,000 miles a year Helping individuals move .severely and pro- 
foundly, multiply handi|;apped young people and adults out of insti- 
tutions into small community settings wheVe, I will be very 
f straightforward, I think) they belong. 

First of all, it probably is helpful and,^agaiii, in describing indi- 
viduals who are severely and profoundly retarded and multiply 
handicapped, it is very SWifficult because litetally the only thing 
^ that strings these indiK^iduals together is the diversity of their 
' need. * I j 

Persons who are identified as "severely and profoundly retarded" 
are usually awarded thje label at birth or int early infancy. And 
truly, persons who acquire this diagnostic description do present 
problems in mobility, self-care, language, health, and many other 
areas. ^ \ 

Unfortunately, the diagnosis itself can becon\e a major obstacle 
to developmental growth, because it often meanfe a diagnostic dead 
end instead. Many medical and behavioral professionals are woeful- 
ly ignorant in the area of developmental disabilitjt. The diagnosis is 
frequently interpreted hs being synonymous With hopelessness 
rather than a temporary means to identify obstacles that can be 
rem<:)ved one by one. So tjie helper's door slams shut. Self-fulfilling 
prophecies such as these have denied service access\to hundreds of 
thbusands of persons who are classified "severely physically and 
mdntally handicapped." fn many places, an indivMual's mental 
retardation is an acceptable rationale fur denying services— such as 
corrective surgery— whichj "normal" youngsters receive automati- 
cally. We know how to solve a majority of the clinical problems 
presented by the seriously handicapped. Often we simply choose 
not to provide the service. ^ ^ 
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The ver> fai;torb\hith caubc an individual to be labeled as severely/profoundly 
handicapped also uii\ prevent that individual from receiving programing of suffi 
cient intensit> and duration to enable acquisition of essential skills. A great deal of 
information is known about what types of medical, therapeutic, and educational 
interventions can assist the handicapped individual in skill acquisition. However, 
institutionalized handicapped persons can frequently be rx)und not to have had 
surgical procedures which would help them walk or have not received regular 
therapy services because tliey are too low to benefit. [Bricker & Campbell.) 

Many maintain that persons with severe physical and mental 
disabilities must always be cared for in large group settings. It is 
for this very population, some believe, that larger single purpose 
institutions should always be with us. A growing number respon- 
sible professionals now believe that the more complex the develop- 
mental problem, the smaller the setting should be. 

When disability strikes early enough in life, such trauma dra- 
matically impairs the young person's developmental sequence. An 
individual injured in adulthood^may have to *'relearn" sitting bal- 
ance, but memory or previous movement and how the body feels in 
space may make that a conquerable task with short-term help. 
Consider the case of Mark; a young child whose story illustrates 
the scope and nature of what the helpful service continuum should 
be. 

MARK 

Mark was born on April 5, 1974* in a small town in a large 
Western State. When he was born his condition was apparent right 
Away. Hydrocephalus is a condition in which there is an accumula- 
tion of fluid within the skull. The head enlarges because fluid 
accumulates in the iner chambers— ventricles — of the brain, caus- 
ing pressure on the soft unknit bones of the skull. 

Mark's parents were told by their doctors that he would not 
survive early infancy, and that they should take him home and 
care for him as best as they could until his "time" came. They did 
not know, nor, were they told, that a relatively simple surgical 
procedure could arrest or even reverse the accurnulation of cerebro- 
spinal fluid on the brain. Because Mark seemed so damaged, the 
doctors assumed that surgery would be a Vi^ite of time. Mark's 
parents moved within a few months to another State. This hap- 
pened to be a State which had developed a very comprehensive 
communit> £>ervice network for persons with devejopitiental disabil- 
ities. But Marl/s parents did not search for services at first. They 
had no reason to believe sucJJ effort would do any good< mark was 
not supposed to survive his first year of life.' 

LACK OF EARLY INTERVENTION COSTS A LOT 

Mark had severe brain damage and a number of other physical 
problems resulting from this significant birth defect. Mark could 
not move his head without assistance, and his muscles were very 
nopp>. The weight of his elevated head pressing down on the spinal * 
column was sure to cause serious, abnormal back curvature if poor 
body posture was not aggressively interrupted. This deformity, 
called scoliosis, also ''scrambles up the lungs, heart, and digestive 
system because of exce.jive pressure on those organs. Such com- 
pression on the lungs makes breathing difficult, and impairs suck- 
ing, swallowing, and chewing. 
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It became easier fpr Mark's mother to let gravity do the work of 
swallowing while he lay reclined with his neck tilted back. ShQ 
hadn t enough hands to; hold him correctly and manipulate the 
spoon at the same time. Without instruction, she had no idea how 
to assist Mark to suck ^nd swallow correctly. 

, AREAS OP MAJOR LIFE ACTIVITY 

Mark had "^nbstantial functional , limitations" which would 
surely persist throughout life. The impact of so much stress at such 
a crucial period of life left little energy for the hard work of leap- 
frogging developmental milestones. When so much goes wrong with 
a little person's neurological system at such an early age, thfe 
growth sequence c^n be devastating. Mark was referred by the 
welfare department to the ^community service agency, and was 
evaluated for services. He was quickly admitted to a very small 
community residential program for severely handicapped children., 
Mark was also evaluated by a team of developmental specialist to' 
determine in what other ways he needed" help. The process of^ 
preparing Mark to return to live in his own home required almost 
18 months. Initially, sores on Mark's head were infected and very 
difficult tojheal. He required 3 months of treatment before he could 

' be subjectefd to a shunt procedure. After surgery, the staff began to 
experiment with various types of adaptive equipment to facilitate a 
broader range of 'developmental growth. This required close cooper- 
ation between the physical and occupational therapist, a special 
adaptive equipment, and the residential staff 
The agency which provided Mark's residential services also ad- 

' ministered a range of other specialized services which made plan- 
ning efforts for Mark much easier. The interdisciplinary team 
which evaluated Mark before his entry into the residential service 
unit consisted of a group of specialists; and occupational therapist, 
a physical therapist, a pediatric nurse, a speech clinician, and a 
psychologist. One member of the team w§is assigned to translate 
and implement the special services Mark required with the resi- 
dential staff and Mark's parents. Paris of the program were taught 
directly to the staff as such activities 'fit naturally into the pattern 
of the everyday living schedule. 

One of the first priorities for all involved was to work on develop- 
ing independent swallowing and sucking with, Mark. He had previ- 
ously been fed in a reclining position with gravity doing most of 
the work of swallowing. He had only been able to swallow thick 
liquids at first Moving into a more upright position -allowed the 
staff to introduce Mark to a diet with more texture. The staff used 
straw draining to initiate an independent sucking pattern, and 
allow Mark to graduate to a more sophisticated pattern of eating. 
Such preventive measures also protected Mark from accidentally 
sucking fluid into his lungs while he ate. 

The physical therapist also taught the residential staff to exer- 
cise Mark. They learned how to relax muscles before mealtimes; 
how to exercise his joints and muscles sdthey would not freeze into 
permanent disuse. Within a few months, the program planning 
team was able to establish other developmental goals as well, and 
Mark's parents were' ready to begin preparing to take Mark home. 
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I Going home meant that Mark's parents had to learn some new 
skills, such as lifting and carrying, exercising and relaxing .tech- 
niques, and how to feed Mark properly. This was not a quick or 
simple process. Much of developing Mark's program consisted of 
trial and error, and try and try again. One of the biggest staff 
challenges of working with a child like Mark is remaining flexible 
and admitting when an approach or technique doesn't work. The 
staff and family don't ask "if we can complete the task, they ask 
"how" can we complete the task, and then, do it. 

Mark is now going to an integrated preschool during the day. He 
and several other handicapped children attend a community pre- 
school for nondelayed children. Mark has the extra help he needs 
in the preschool setting. A resource teacher is provided by tlie 
same community agency that provided Mark's other services. He 
has learned to suck and swallow independently and is now eating a 
regular diet with relative ease. He is learning to chew. Because his 
body is growing and his head condition has stabilized, his appear- 
ance looks less distorted now. His parents are doing well at manag- 
ing Mark at home. Mark is not cured, and he is still severely 
retarded. But he is valued. He Is growing and changing and getting 
better at a lot of things. 

I would like to introduce to you a friend of mine who now lives 
in an apartment in a large eastern city. She is characteristic of 
another type of individual that many maintain that the institution- 
al system must always be maintained for. Kuth spent the first 26 
years of her life, lying flat on her back either in a bed in the 
institution or on a mat on the floor. If we needed a diagnostic 
"label for Ruth, we would probably describe her as spastic quadri- 
plegic, cerebral palsey with multiple flexion contractures of all 
joints, bilateral hip dislocations, and a severe kypho-scoliosis of the 
spine. Now for most persons, all that hodgepodge of labels provides 
is an enormous scare and an intense desire to run in the other , 
direction. Ruth came into the world with damage to the motor 
center^ of her brain which caused a short circuit in the ability of 
her muscles to lay down increasingly complex patterns of move- 
ment that the ordinary child evolves in the first 15 months of life, 
and perfects over the first 5 or 6 years. 

She didn't arrive with the deformities I've just described. Her 
joints and muscles looked the same as any other child's, and her 
sense of hearing, sight, taste, and smell were largely intact. What 
happened is that certi\in types of movement caused Ruth to experi- 
ence muscle spasms. There were no services to help Ruth's mother 
learn how to handle her in ways that would prevent this increasing 
spasticity from occurring. Pulling on an arm or tugging on a leg 
began to send her head in the direction that caused the body to 
tighten even more. It became easier to leave Ruth in her crib lying . 
on her back for longer and longer periods of time. Gravity began to 
squash her chest, interfere wit:h her moving on her own, and 
causing her to become stiffer wita each passing week. 

In the early 1950's, we didn't know very much about how to help 
prsons like Ruth, and her family was advised to give her up 
quickly before they became too attached. In the days when Ruth 
entered the institution, there were often 50 children in a ward and 
only 1 or 2 staff to care for them. There was no choice byt to 

EMC , 



'I 



68 

provide 3 basic meals per day in the quickest way possible, and 
little else. 

Joanne was left to lie on her back 24 hours per day. By the time 
she was 7 or 8, lack of movement and the effects of lying in one 
position forced her hips out of their sockets, her arms and legs to 
freeze in a bent position, and her back to collapse in an "S" curve. 
By the time she was 26 years old, she had only two independent 
movements left in her body. She could not turn, sit or move at all 
\vithout total support. She could not participate in dressing, toilet- 
ing, feeding, or any other activities. She could turn her head slight- 
ly to the left and she could blink her eyes. In 1972, her institution- 
al file described her as a profoundly retarded, spastic quadriplegic 
with multiple deformities. The recommendation for treatment'' 
was "long-term custodial nursing care.*' She was perceived as a 
candidate for a geriatric nursing home as her "form* of community 
placement. 

However, Ruth was lucky. The facility in which she lived hap- 
pened to believe that all persons, regardless of their degree of 
disability had a right to live in the community in as normal for 
their age as possible setting, and it was up to the staff to figure out 
how to make that possible. 

Several staff members noticed that Ruth consistently blinked at 
a furious pace whenever anyone came near her. One day a speech 
therapist asked, "JoAnne (Ruth), are you trving to tell us some- 
thing when you blink your eyes?*' A speech therapist began to 
work with her, and taught her to respond in a manner that would 
indicate yes or no. She too received the special equipment neces- 
sary to assume an upright position. She learned to use a special 
communication device driven by her lateral movement. 

In 1979, Ruth moved into an apartment in a nSghboring city. 
She still has only two independent movements in her body. She 
still has contractures and spinal deformities and dislocated hips. 
But now she has a specially adapted wheelchair, a personal care 
attendant, transportation and a day program. She lives with an- 
other friend who is almost as handicapped as she is.. Across the 
hall, in another apartment, are two men with similar handicaps, 
and similar services. 

For all these persons we would have thought these things impos- 
sible only 10 years ago. But in an era with the technology to place 
a man on the hioon, is it so difficult to conceive that a person who 
is incapable of independent movement might be able to live in an 
ordiriary home. There are few persons so handicapped that services 
provided to ordinary citizens cannot accommodate their needs. 
Some extra services need to be woven into the framework of ordi- 
nary community life, such as the provision of equipment to assist 
in movement, the modification of transportation to allow handi- 
capped persons access to the larger world. 

it has been our experience that the severely handicapped can be 
berved b^i personb with ordinary education and training where they 
live, work or go to school, so long as these staff persons have 
regular access and support from professional specialists to help 
them eet their clients individually identified needs. This is per- 
haps part of the magic of small living situations where two or 
three persons with severe disabilities are served by a minimum 
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number of staff. There are fewer persons needs to meet; fewer 
special handling techniques to learn, and the handicapped person 
has a greater chance to feel trust and security in the persons upon 
whom ne or she may be totally dependent. 

We have' tded in many institutional settings to approximate 
normal homes and family patterns. We have spent enonnoussums 
of money to fabricate schools and work settings in isolation from 
the essential elements that give severely handicapped persons the 
incentive and models to achieve independence. Children learn from 
other children and the same life experiences that other children 
experience. Adults need peer models and demands and a few hard * 
knocks to feel good about their lives. 

It has been my fortunate experience to work with catastrophicaK 
ly impaired persons in community and institutional settings 
thrdlighout most of the United States and Canada. I have worked 
with such persons in schools, in their natural homes, and in group 
residential settings. I have seen them achieve in work settings, and 
where creativity supports are provided, in integrated, competitive 
employment. There are some characteristics of service systems 
which seem to hplp persons develop and change: 

One, the agency uses the assessed needs of clients to design 
services. 

. Two, the agency has a sufficient array of services to meet those 
assessed needs. 

Three, services come from generic agencies whenever possible. 
Clients and their families should have guarenleed atcess. 

Four, there is a coordinating system which insures that needed 
services are delivered and maintained. 

Five, there is a strong quality control mechanism which evalu- 
ates services and indentifies problems. 

Six, programs are dispersed and integrated and provide for con- 
tinuity of service. 

These features imply that many existing community systems 
must come together to plan and coordinate their unique service. 
Client centered planning, or asking what does the individual need 
to grow and develop, should be the vehicle around which all serv- 
ices are built. 

The common demoninator that binds these creative service pro- 
viders together is the unyielding belief that all humans, regardless 
of age or disability, retain the capacity to move along the develop- 
ment continuum given the right kind of help. When that develop- 
ment does not occur, the person with the handicap hasn't failed, we 
have. 

WHAT DOES THE CLIENT NEED 

Persons with developmental disabilities are still being put away 
in institutions. Families and professionals still believe that there 
are "Treatment Temples." If an institution/agency has a concrete 
building, there must be magic inside. Responsible professionals 
must dispel such myths and acknowledge the superiority of the 
family setting. There is no group home or institution that can ever 
replace a nurturing home. Parents must hear that they have the 
best magic and support should be provided to make that a reality. 

Provide concrete services across developmental continuum. We 
expect normal children to grow, and they do. At 5 they go to 
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school, at 6 their teeth fall, out, and at 10 they go to camp for a 
week and survive without us when we wish they couldn't They are 
milestones, schools, churches and dentists for children without 
labels. Children with spastic limbs and crossed eyes pose for posters 
and must appeal to charity for second hand wheelchairs. 
' Handicapped children who can go to to school at the same time 
other children do and havt doctors and other typical services to 
tend to their needs in a helpful way seem to keep homes to live in 
as well. When handicapped children Have access to the same serv- 
ices as other children during their growing up years, with extra 
services provided as they are needed, they seldom have to be re- 
moved from theii own homes. 

We have been far less than creative in providing services in the 
homes of severely handicapped children. In-home support services 
such as homemaker services, parent training, special devices, and 
trained babysitters can do much to keep natural homes viable for 
children with extra special needs. We should not ask if the child 
can remain in natural community settings. We should ask how the 
child can remain in natural community settings. We should ask 
how the child can remain there, and then the mechanisms to make 
that possible. , - . 

Senator Weicker. Let me ask you this question: If a ydung lady 
or young man had the same condition today would the same treat- 
ment apply in the sense of being put* on the mat and left there? 

/Ms. Green. In some places but decreasingly so because the tech- 
nology that has been evolving over the last 7 or 8 years in the 
field— we cannot only prevent this from happening in the first 
place but we can do very much to improve the situation of individ- 
uals. 

For instance, if you have hip dislocations, joint contractions and 
those kind of things, we know how to surgically repair those per- 
sons and make them more mobile. We know how to literally apply 
daily management techniques so that we can reduce the frequency 
of catastrophic infections that these individuals acquire because 
they don't get to move. 

We have been able to demonstrate in places all over the United 
States that even the most severely physically handicapped — I have 
seen persons whose chests had literally been flattened by gravity 
over time can be made more mobile. We have been able to change 
'the shape to mobilize those individuals, to pull them out into 
disperse community settings. . ^ / 

One of the points I want to make the most. is that— this is thd 
same lady, by the way, 2 days later. I don't know if it is particular- 
ly obvious to you because we try and do this very subtly, but she 
was provided with a piece of special adaptive equipment. 

It doesn't takfe very much imagination to make a person .more 
attractive if you try really hard. She still has only those two 
independent movements in her entire body. She has a slight lateral 
head turn and she can blink her eyes. But the fact is, in this 
particular institutional facility in which she lived a decision was 
made that she. had the right to live in a community and so then 
the process was to make it possible for her to go there. 

My speciality over the last several years has been in teaching 
ordinary persons without special clinical skills to handle, manage, 
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program, and make it possible for persons like Ruth to live in very 
small settings. 

The advantage to Ruth in those kind of situations is that in 
particular she is devastated' by multiple handlers. That is, having 
too many people laying their hands. She has some very specific 
needs. She has some very specific requirements that have to be 
taught to only two or three individuals. 

Where we have gotten into trouble and where we have watched 
these individuals regress over time, and the paradox of the increase 
in staffing patterns in institutions, by the way, is that we literally 
multiply the number of individuals who lay their hands and 
impose themselves on this person who is totally dependent on 
others, \ 

The advantage that we gain clinically from mo^ng people out 
into very small settings is that we limit the numbiiv of people we 
have to train to her very specific needs. We limit tne number. of 
environmental impositions. This lady still has a startlte reflex so 
that every time something clashes in the environment sfte startles 
and her muscles tighten, / 

The magic about living in a house is that it is generally carpeted 
and there is generally smaller rooms and fewer people there and so 
you don't have to deal with those same environmental kinds of 
management issues we do here. 

My point is that over time we are not going to see, I hope, 
persons with the devastating levels of disability of Ruth and other 
kinds of persons because one of the things that I see the most 
consistently with the early intervention programs that are now 
progressing and with the kinds of handling and retaining more 
seriously handicapped persons in their homes is that we simply 
aren't seeing this level of severe disabilities. 

So, this is a population of individuals who, to some degree, are 
sort of passing. The only disturbing part of that is that I'am often 
stumbling into pediatric nursing homes where children t\re being 
slipped into horizontal positions, again being left to lie on their 
backs in the supposition that these children are too handicapped to 
learn and that all tiiey need is a bed in a corner someplace. 

I find that enormously distressing because we will again produce 
a population down the road that will have the problems that Ruth 
does when we know how to prevent them. 

Senator Wkickrr, I agree with you that that is going to happen, 
unless you are willing to go ahead and put your money out on the 
table and take the more expensive road, which is what you are 
describing here. It is far easier, if you have no hope for the future, 
or no goals to set for yourself, to drop somebody in bed, 

Ms. GuKEN. That is right. 

Senator Weicker, That is going to be very much at issue in the 
months ahead, 

Ms, Grebn, I know. And the paradox is that caring for persons in 
a horizontal position does not necessarily prove to be that much 
less expensive. 

Senator Wkickeh. You are probably right on that point, too. 
There is no question about it. My whole argument on the raising 
the budget— I might add, in which Senator Hatch jQined me and we 
sat down and discussed it— it was, here is an administration that is 
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dedicated to productivity. If you want to have productivity, the 
money spent in this area produces citizens who actually can be put 
back in the inaihstream and, in some ways, as has been testified , 
here, earn nToney as compared to the cutting back and having . 
persons that lie in bed. - , / 

Philosophically, those of us that are pushing for the additional 
funding in thi&area are in tune to the philosophy of the times but 
funding, that takes another direction. / 

Ms. Qkeen. Sir, this is the population that most people maintain 
that the institution will always have to be kept around for. Again, 
my position relative to that is you then begin to say, because 
people don't get better in congregate care settings that all we have 
to do is pile in more staff, and more staff, and more staflF, and sp 
the expense keeps going up, and up and up. 

I will frankly tell you that what these individuals need is not 
one-to-one or all kinds of staffing pei*sons but what is needed are 
staff adequately trained to handle persohs like Ruth, who are 
seriously handicapped. It is not the quantj^ We tended to substi- 
tute quantity for quality in a lot of ways^d that has driven up, 
costs tremendously. 

Senator Weicker. You say you have been seeing these pediatric 
nursing homes on the increase. Why is that? 

Ms. Green. The United States is very interesting in terms of how 
it locates services. You never see pediatric care facilitiesjn States 
where the ideology and the commitment is to developmental con- 
tinuance. 

I see these facilities primarily in States ^here there is no articu- 
lated philosophy about how a person should be served. I won't 
name the cities. 

•Senator Weicker. What do you think is going to happen then 
under a block grant philosophy? 
Ms. Green. It scares me a lot. 
Senator Weicker. Thank you very much. 

Mr. Nerney. I am now going to ask four persons: Sister Barbara 
Eirich, director of the Community Resource Center for the Develop- 
mentally Disabled in the Bronx, N.Y,; George Gunther, who is the . 
superintendent of the institution for retarded persons in the Stat^ 
of Rhode Island; Mrs. Lavasseur, the immediate past president of 
the Ladd School Parents Association of that institution; and, Ra- 
chael Rossou, who is a mother of the Alpha Omega Family here in 
Ellington. 

STATEMKNT OF BARBARA EIRICH, DIRECTOR, COMMUNITY RE- 
SOURCE CENTER FOR THE DEVELOPMENTALLY DISABLED, 
BRONX, N.Y.; GEORGE GUNTIIER, SUPERINTENDENT, DR. 
JOSEPH II. LADD CENTER, RHODE ISLAND; EILEEN LAVAS- 
SEUR, PARENTS ASSOCIATION, DR. JOSEPH II. LADD CENTER, 
RHODE ISLAND; AND RACHAEL ROSSOU, PARENT, ALPHA 
OMEGA FAMILY, ELLINGTON, CONN.. A PANEL 

Sister Eikich. I want to thank yoti, Senator, for having the 
hearings and for my being able to participate in the hearings. 

I am the director of the Community Resource Center for the 
Developmentally Dibabled, an organization formed, in New York 
City, formed out of concern for the needs of the young .folks who 
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are presently and have been at Willowbrook Developmental 
Center. 

We presently sponsor two residential settings, both of them locat- 
ed in the heart of the community it serves. The Community Re- 
source Center had its early-day sponsoring from Elite Community 
Youth Program, which is a child care agency formed wilh board 
administration. 

The staff itiembers and young people served and families all 
came from the South Bronx, We have replicated that in a spinoff 
project and the special service unit first started in 1976, as a 
forerun nerf. and kind of gave birth to Community Resource Renter, 
I believe the focus of my attention and statement this afternoon 
is to really state that multiply handicapped individuals, severely 
handicapped, whom I heard you refer to as catastrophic, who might 
have been in bed are individuals that we care for in the community 



We have an apartment setting in the South Bronx, We l^ave- two 
separate apartments that we rent. We rent space in a 50p Apart- 
ment complex. The community has very much accepted us. The 
young folks, their families come from the neighborhood. 

The community planning boards, the local tenants association, 
the neighbors, if you will, havO been most supportive. Our young 
people were taken from the backwards of Willowbrook back in 1976 
and at that time when we moved in to accept the youngsters, if we 
did not have a State representative from the central office with us 
we were not allowed to see these young people, the backward 
individuals. ^ ^ 

They are nonambulatory. Many do not have speech, and unable 
to feed, dress and toilet themselves. And, with all of the handicap- 
ping conditions that they have, the community accepted us with 
open arms. They have continued to do for us in subtle .ways of 
acceptance, of communication and so forth. 

In East Harlem wc opened a unit back in February of 1980. The 
individuals selected in that project also are considered to be hard- 
core backward individuals, nonambulant individuals with lower 
levels of retardation, multiple medical problems that needed' con- 
trol and management and perhaps the most challeniging of all were 
those with self-abusive behaviors, self-abusive to the point where a 
person will bite themselves aud have raw skin and be bleeding on 
both upper extremities constantly from self abuse. 

Within 6 months time, this individual, and several other individ- 
uals, With very, very unusual and extremely unacceptable beha- 
viors moved into operating in acceptable behavior fashion. They 
have learned to handle a number of self-hejlp skills, which is self 
feeding, and toileting and learning to dress themselves and are 
participating: in activities. 

We have found community acceptance. I think that part of the 
reason that we have had the community acceptance and the com- 
munity support lb that we basically are from the community. Our 
young folk, their families, our staff, we are from the local area. 
And I would just want to share that the community is not rejecting 
us; the community is accepting us with open arms and I think that 
is the message that 1 would like to, leave with you, that it is 
possible for very, very handicapped persons to be brought back 
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home, to be brought to their local community to be accepted fxnd to 
be cared for. ^ j 

Senator Weicker. Thank you very much, Sister. / 
^ Ms. Lavasseur. Good afternoon. Senator Weicker. I am honored 
\^to be here today representing Rhode Island. < y ^ 

Y My name is Eileen Lavasseur and I am 77 years young./l am on 
^ the board of directors and represent Ladd Center Parente Associ- 
ation. I am a parent of a retarded daughter, age 41, novy^ living at 
Uhe Ladd Center. I have been going to Ladd Center every week 
since 1954, and have seen many changes^^all for the good. 
\When I first went; to Ladd there were 1,200 residents. Now, I 
understand, there are about 580. Many have gone to group homes, 
. apartments and a few at home to their parents,^ and some made 
livps of their own and doing very well.. / 

My opinion and experience with group homes is /how altogether 
very different to how we used to feel. We were formerly opposed'to 
, groi^p homes because we thought the supervision/was not good or 
the^|taff did not have enough experience with these kinds of resi- 

We\have visited and monitored these homes throughout t\\e 
State,\and knowing most of the residents, they/are very happy and 
contented knowing they have finally got their wish in living a 
family life. . ' - - ^ 

In my opinion, group homes and apartments are the best thing 
that hsfi taken place for our institutions. I, sincerely hope some day 
soon they may find a group home for my daughter, Marion. 

Thank\you. , / 

Senator Weicker. Thank you very mtich. 

Mr. Gu^^THER. Mr. Chairman, my riame is George Gunther. I am 
the chief administrative officer of the Dr. Joseph H. Ladd Center in 
" the State of Rhode Island. 

To assist you, I think it is important to place my testimony in 
the perspective of being the chief administrative officer of an insti- , 
tution for bpO severely and profoundly mentally retarded persons, 
, but also as\the parent 6f a 22-year-old severely "retarded woman 
who is one o^ the 600 clients at my facility. 

I have been at the Ladd Center for 11 years. During that time 
improvements have been accomplished. In 1970, the budget for over 
1,000 clients was $5.5 million. Today, the*budget is over $20 million 
for 596 persons. However, only $16 million is spent at the institu- 
tion and $4 million is spent in community-based programs to which 
400 Ladd Center clients are transported every day, Monday 
through Friday, and 30 older retarded citizens who were institu- 
tionalized for over 30 years live in community^based section 8 
apartment programs staffed by Ladd Center employees. 

I wiirhave another seven of these apartment programs open by 
September 1. 

The developm(^nt of a network of group homes and apartments 
now gives parents a choice beyond either staying at home or going 
into the institutions large wards and buildings which have caused 
many of the problems that long-term institutionalized persons ex- 
hibit. 

Ladd Center will be reduced to a population of 500 by July 1, 
1981 This shift of clients from the institution to the community 
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requires fiscal responsibility by reducing the institution manpower 
and moving them to community programs through agreements- 
with AFSCME and closing old buildings in institutions and reduc- 
ing ODerating costs. 
' Today, at Ladd Center only 750 of my 1,055 employees ar? at the 
exodus site in the institution. The balance are working in different 
places throughout the State of Rhode Island. 

The decentralization of clients in this manner has been support- 
' , ed the Governor of Rhode Island, the General Assembly, the 
unions, many unions. Of 1,055 employees at Ladd I am the only 
person not in a union. And the parents are all supportive. , 

It is important for this committee to consider the fact that right 
now today, 400 of 600 severely and profoundly retarded clients 
leave Ladd Center every day and travel to 20 different locations to 
learning centers throughout the State and return for dinner and to 
sleep. 

These clients can live somewhere else with the necessary super- 
If vision to insure their safety and to meet their program require- 

ments to help them^ learn. The future for the mentally retarded 
person who is institutionalized is grounded in the orderly transfer 
to small group homes and apartments where all of their needs will 
be met in that setting rather than the institution or necessarily at 
home. 

The future for a mentally retarded p^on who is now at home 
but may need to leave that home some day, for whatever reason, 
will not be a life in an institution but a home in their own neigh- 
borhood. 

The approach I have described is not theory. This transfer has 
been done, is being done and will continue to be done. 
Thank you for this opportunity. 

Senator Weicker. Let me ask a couple of questions. When do you 
foresee the closing of the Ladd Center? 

Mr. GuNTHER. I think the Ladd Center can be reduced to ap- 
proximately 100 to 200 clients by about 1983 or 1984. Beyond that, 
it will become a little bit more difficult to place clients because we 
will be into the construction business and constructing small 
homes that meet all of the life safety codes that are required for 
residences that do Wt have self-preservation characteristics. 

So, it will slow down a little bit. Also, I might add. Senator, and 
this is something that perhaps people don't think about too much, 
when you have a large facility, such as I have, or Southbury or 
Mansfield, that I am familiar with, and. you have many buildings 
spread out over 700 acres of land, powerhouses with miles of steam 
lines, sewage treatment plants, security, fire departments and ev- 
erything else that mes with these places, when you bring the 
population down to iDO residents the budget office wilj order that^ 
place closed and will give you plenty of, money to get to someplace 
that will be a lot more economical, not only more humane. 

That would be because you cannot afford to run a huge complex 
like that for 100 people, even if you wanted to. 

Senator Weicker. I suppose what I am trying to say is I don't see 
any disagreement with what you are saying and what 1 have heard 
from the superintendents of our own mstitutions in the. State of 
Connecticut. 
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What we are really talking about is the matter of timing here. 
You mentioned, ifdon't know the term, self-preservation? 

Mr. GuNTHER. Vfes, self-preservation characteristics. 

Senator Weicker. Characteristics. What are you going to do with 
these people? 

Mr. GuNTHER. We are placing people in the community right 
now who do not ej^hibit "sQlf-preservation characteristics." All you 
have to do is make sure that: No. 1, there is sufficient supervision; 
and. No. 2, that they are in a ranchhouse that meets what is called 
the institutional fire code. 

In other words, it is sprinklered and you make sure you have an 
exit here and an exit there. It might add another $15 or $20,000 to 
the cost of the facility to meet the stricter code. It is just a method 
but it usually requires construction. 

Right now, for example, in the State of Rhode Island we operate 
28 group homes. We own 55. The rest of them are in some process 
of being opened. They can open rather quickly because you just 
remodel them for the limited code, called a board house code in our 
State. • . . 

But when you go to the more stricter code, new construction is* 
more econpmical. Then you have "*ftbCiy land, site that land and get 
into the construction business. It just takes longer. 

Senator Weicker. And the 100 to 200, you are saying that .the 
only problem there is you have to build the facility for them? 

Mr. GuNTHER. At least one of the things I get involved in all the 
time are when people are trying to figure out where can retarded 
people best be served It is not a geography issue. 

The kinds of retarded^ people that are being served in Rhode 
Island could be served at Southbury, and the kind of people in 
Southbury cdn be served in Fort Lauderdale. It is a question of 
what do they need, providing that kind of supervision in that kind 
of an environment. 

It can be really provided anywhere because indeed it is being 
provided somewhere now. 

Senator Weicker. I don't disagree with what you are saying. I 
am just wondering whether or riot the public is willing to make the 
comrpjtnient that is required in the sense of what you are advocat- 
ing. 

One impression I don't want to get across to anybody is that for 
some reason or other this is going to be a cheaper way out. I don't 
think It is. I think it is going to be far more expensive, 

Mr. GuNTHER. No, sir. No one that I know of— at least we don't— 

Eron:iote it as being a cheaper way out. We promote it as being the 
est thing, the best kind of life for that retarded person. However, 
there are millions and millions of dollars, which, with a little 
creativity can flow from that institution as the clients flow to assist 
i*n paying for these services in a proper location. 

Senator Weicker. I certainly hope we are all right in what it is 
that we wish for those that are trvmg to help and also, that we are 
going to be right and that our fellow citizens are going to come to 
fore to provide it. I think that is rather i big question mark at this 
poi^nt. 

Ms. Rossou. There are ^o many tjiings I want to say. 
Senator Weicker. Don't rush, 
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Ms/Rossou. As a footnote on that, th© Alpha Omega Family ran 
into difficulty beciause we had more than three children that are 
not ambulatory and not capable of self-preserve, 'on, which gets us 
in imme4iate conflict with the Federal fire and safety code. 

We went before the legislature last year and Connecticut has on 
the books the statute for permanent fariiily residence, of which we 
have been licensed as the first. They are coming up now with their 
formulated regulations to encourage mbre permanent family resi- 
dences. 

What it means is that they are taking a commonsense approach 
to the State fire and safety code. We opted for egress in our house. 
Every bedroom where there is a youngster in a wheel chair the 
youngsters can transfer to their chair and go out with a patio type 
door. 

You can't have both containment, like you have at a New Brit- 
ain Memorial, with the metal doors and the enclosui;e and egress. 
T^hgy are both fire appiwed_safejy_ways_of_^ 
situation, but they-are mutually exclusive. 

This is just one example. Senator, and I would love to gq^into 
more detail with you through the help of our local fire people and 
the Denartnrient of Children and Youth' Servicer, and the Stare 
legislature in Connecticut how Alpha Omega was able to resolve 
this. 

Senator Weicker. Let me say one thing about legislators that I 
am finding out at this time in Washington, D.C. They are perfectly 
willing to Write all good things on the books. Then comes the time 
to pay for them. And you know my famous quotation: "Everybody 
likes to go to ^eaven but nob(3dy wants to die," as far as the 
Congress of th'^ United States is concerned. [Laughter.] 

That, is one of the difficulties we are having right now. What if 
they legislate this and all good things are going to happen. I don't 
think they are I know just the amount of time all of you people 
spend in terms of time— never mind the other man-hours that are 
required of professionals; never mind the construction that is re- 
quired. As I say, in terms of commitment or whether in terms of 
resources, our good intentions in this instance are going to cost us 
dearly, and I think they should. 

Ms. Rossou. I would really have to take issue with that. Senator. 

Senator Weicker. Do you chink you are going to be able to do 
this inexpensively? ^ [ 

Ms. Rossou. No. I can only speak for the Alpha Omega Family. I 
am not familiar with Mansfield, Southbury— I can only speak for 
ourselves. * 

Our Charlie was at New Britain Memorial for 10 years, Eddie for 
5 years, ^inione 5 years, Lavid for a year, and Ellen at one of those 
nursing homes for 6V2 years. The cost is tremendous and where 
their rates continue rising and ours hasn't. 

I think last year it was almost $200,000, a little hair over that 
that they had figured was saved by our being in existence last year. 

Senator Weicker. I don't think— and I have to speak for myself 
on this— that you can equate the benefit derived in dollar terms 
because I don't tKink v^^e are going to make sense on that count. I 
can tell you right now, if I can build orie driveway instead of 100 
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driveways, that is cheaper, 1 utili|:y system rath^than 100 utility 
systems, that is obviously cheaper'. ^ 

So, what I,am saying is in those terms I can't justify the goals} 
that all of us are trying to drive tq, but I don't think that, Is what is^ 
important. In my way of thinking it is to achieve that goal. I tell, 
.my friends doWji in Washington that if you believe in this then be. 
prepared to go ahead and fight for it, be prepared to go ahead andj 
pay for it. . . . \ \ 

And I do believe in it. I think there are many reasons that, 
support the arguments that all of you are making here. I don't 
think this is what you are trying to fio, any of you, but I don't want 
to giye the Impression, that for some reason or another this is going 
to be an easier way out in any sense of the word. | 

I think it is the better way to go. That could very well bej 

Ms. Rossou.'But in some situations it also is cheaper. ^ A case in 
point. There are two youngsters right^ now at New Britain Memori,- 
al. The rate there is 380-something a day^^and^there are two 
_aepjcGyfidJ!oster.homes trying to get these youngsters and they arb 
in the midst of difficulties. 1 \ 

It l^as the doctor's support, and the social worker's support. I 
know/a very limited little sphere. I can't magnify this. | 

Senator Weicker. You speak for yourself and your own expferi- 
ence! That is the most important thing, quite frankly. That is life, i 
am delighted to hear from you. I just enjoy discussing these things 
with you just as if we were sitting in your living room. There is no 
difference here. Go ahead. 

Ms. Rossou. We were "asked to chat about community acceptance, 
and to me community acceptance is a matter of the heart and I 
think for some of us it is love at first sight and in other situations 
it takes time for a love affair to gently blossom. 

And I believe tKat in the Alpha dmega family in the community 
of Ellington we have been able to witness both. This morning, Carl 
and I, and the people from the junior high were over at the high 
'School and we were getting the finishing toucl^es on setting up a 
program for Eddie for next year. 

There is just so much I wish I could put in a capsule about our 
whole family and each of the youngsters, where they are from, 
where they are and where they are going. 

Just very, very briefiy, Eddie had been at New Britain Meniorial 
for 1 Vli years because there wasj not an alternative within Connecti- 
cut for Eddie. Eddie is a mu^tiply handicapped little fellow. He 
needs auditory training, he needs large books. Het^ is visually inj- 
paired. Two of his cranial nerves are paralyzed. Fie was born with 
one leg« He has two fingers. He has very severe asthma. He was 
i^orn without a tongue. He is a multiply handicapped little boy. . 

That t(?lls you what he doesn't have. What he does have is an 
incredible love for 18 wheelers. He is not very goa^ oriented. He 
getb on hi& bike and he never goes anywhere. He just experiences 
the wind, and the motion and the speed and he loves it. And I get 
gra>er becaubc he docbn't see very well and he just barely misses 
treos, but that is all part of Eddie a,nd that is part of the life and 
the risk that he needs to be fully alive and he is fully alive. 

And some of the comments that guidance counselors fronn the 
junior high were making this morning at the meeting at the i:igh 
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school were he was quite emphatic that the fact that Eddie had 
earned the right to be at the junior high and he had earned the 
right to be at that high school and he also had earned the respect 
of every single teacher in that junior high. 

But, as I said, there is so much I could show you. When Eddie 
came home he bounced, he pawed, he hit his head against the wall. 
He opened and closed doors for 6 weeks. It wasn't until . our little 
^usan, who was Vk and very chubby and cuddly and kept squeez- 
ing him and if he saw you coming he would pdw and he woujd hold 
on for dear life. But if he didn't see you coming he v/ould arch his 
back and scream because he just hadn't had physical closeness. 

After ^\veeks of Susan hugging him he would scream. The more 
he would scream ^he more^SAi^an wQuld-hug, After 6 weeks he was 
opening and closing tTie door and he closed the door on Susan s 
finger and Susan screamed. And before I could do anything Eddie 
went like this, and I stood and just cried because I knew if Susan 
could reach Eddie we could reach Eddie, and it was going to be all 
right. 

We learned more from our son. He is really the whole reason for 
the Alpha .Omega family.. When we saw that little boy just turn 
into a regular ordinary kid, we thought there are other kids out 
there that just need a family, to be in the community. 

There are medical anomalies. They are tremendous. There are 
youngsters who have grand mal seizures. Nine of our children are 
incontinent. Most are in wheelchairs. Simone is 30 pounds. She 
can't sit. She is in a little infant's seat that sits inside— she has 
brittle bones. She had almost 200 fractures being born. 

She controls her electric wheelchair with her elbow. She has 
already been approved for seventh grade to go into the junior high. 
Her one comment was that she hopes the aide doesn't go with her 
when she goes to the dances. She wants to get in trouble at junior 
high. 

Some of our children learn very slowly. Some of oqr children are 
profoundly retarded. They range from being academically talented 
to profoundly retarded. As I said, there is so much. 

I think when you talk about trying to teach a child to read you 
have to have a group of similar level pf youngsters. But we are 
interested in our family teaching them to accept one another, 
everybody to give to one another. 

In our neighborhood wheelchairs are as common as eyeglasses. 
Ou»- youiigsters were in scouts and activities. Simone manages a 
basketball team. It is just very ordinary. Our church, when you 
have a community acceptance, no one asked them— they put in an 
elevator It cost all kinds of money, and it has t^rought ^11 kinds of 
elderly peopi?. Eleven families came back to the church because 
the> har. dibabled people wlio couldn't attend the church and they 
stopped going. 

There is so much goodness out there that a . lot of times people 
dqjn't know how to help but they want to. I would like to take 1 
second to tell you about our little Ben.'^ kno\5? there is a lot about 
people getting jobs and going into the community. 

Three of our children will not be able t , and Ben is maybe the 
best e.xample of that. He was born with a brain stem that lets him 
breath and suck and that is all there is. He doesn't have a brain, or 
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a midbrain, and he doesn't have any vision, or hearing, or balance,! 
or memory. But what he does have— he is a little over 2— he has an 
h^redible presence about him. Senator. 

And we see in this little boy— we know how he has touched our 
lives— about once a week — and Dr. Gaum, the neurosurgeon, 
cannot explain it— but about once a week, all on' his own, Benjamin 
laughs, and it takes him a half an hour. And he holds his head up 
and he opens his beautiful blue eyes and he chuckles. And he just 

chuckles, and he just chuckles, — — 

jAndJ^everything in the hWse slops' and whoever sees it first will 
sayT^'Ben is laughing,** and everybody comes and truly, it is his, 
monient and it is magnificent. Again, I have learned so much from' 
Bem'amin, 

We parent children sometimes we get so messy. Do we want the 
children to succeed for our benefit or for their benefit and whose 
goals are we really after, and all this, and here is little Benjamin 
that is totally at his potential rigljtnow. He has already reached it, 
and to survive is success and to be alive is magnificent, 

Asjfar^ impact on people— a good friend of mine is a medical 
student down at Yale, She is ray age and went back to school and 
is in medicine at Yale, She spent a day with us last year. She 
wanted to sit in the corner and just write notes about Benjamin, 
and she wrote about, like, our 14-year-old son has a permanent 
which, culturally, that is a little hard— that is a different genera- 
tion, boys with permanents — and he teHs me Jie has to keep, his 
permanent because every time he passes Benjamin he takes his 
hair ^nd poofs and Ben kind of smiles. 

What this does to a 14-year-old soccer player is tremendous. 
Karen is writing all these notes down and she took them back to 
her ethics professor at Yale, About 3 weeks later I get a note from 
her saying that she had just heard her second lecture from the 
Yale University Medical Center on Benjamin, that her ethics pro- 
fessor had the philosophy and spirituality to believe, that little 
Benjamin should be treated and should be in a family and, in a 
community but that he never had a person Jo put his philosophy 
on before and now he does. < 

And the final line of her letter was: "Isn't it magnificent, the 
child who cannot learn is teaching." 

Senator Weicker. Thank you very much, ^ 

.Mr, Nkk.tey, Before we get finished— I think it may come up 
with this ptnel—the question raised about cost is a good one, I 
would ado tnat ther6 are some distinctions that probably should 
have been made: One' is the new capacity in institutional settings 
that has been going on for a long time; and the other is that 
severely and profoundly retarded persons do not necessarily have 
to go into capital intensive buildings. 

There are families out there willing and waiting to take one or 
two persons and train to work with them, ^ We wouldn't suggest 
that that is a more expedient way to serve people because it is, so 
far, less expensive but what we say is it is a necessary way for 
some people because it is a much more humane way, ^ 

I would like to introduqp the last panel very quickly, Lilida 
Glenn, who is the top mental retardation official in the State of 
Massachusetts, Catherine Weinberg, who is with her. She is the 



deputy, Robert Carl, who is the top public official in mental retar- 
^datioh of the State of Rhode Island and Charles Fulner, who is the 
assistant to Edward Lewis, who is the top community public official 
in the State of Kentucky. , 

STATEMEN^TS OF LINDA GLENN, ^COJVLUISSIONER OF MENTAI. 
_ilETARDA•TIO^^^ STATE Or ]flASSACHUSETTS; ROBERT CARL, 
COMiMISSIONER OF MENTAL RETARDATION, STATE OF 
RHODE ISLAND; AND, CHARLES FULNER, DEPUTY DIRECTOR, 
DIVISION OF MENTAL RETARDATION, STATE OP KENTUCKY, 
A PANEL 

Commissioner Glenn. Good afternoon. I do come ;to you, as the 
other two witnesses have, as administrator and State bureaucrats. 
You have heard from a lot of program people today and I think I 
have heard some of 3 our issues that I have to be concerned with 
too that are not necesi -arily program issues. ^ 

I_do war^^ on. Karen 

Green's presentation, w^here she showed Ruth, is in my State. It is 
something we have b^•en doing, repeatedly taking people that are 
severely handicapped out of the fafcility. 

Karen didn't mention two punch lines, one of which I certainly 
have to be interested in as administrator and program people don t 
necessarily have to. The other one is more a program issue. ( 

Buth, it wasn't mentioned, even though she was multiply handi- 
capped, bedridden at the institution, needing total care and costing 
probably $40,000 or $50,000— because even if I gave you an average 
cost in my institutions which is, right now, about $40,000, the 
range within it would range from $5,000 to probably $80,000. She 
was on the higher end. 

Ruth now costs substantially less, probably only about $30,000 in 
that situation in the community, probably less. She is also now . 
married. She has written her^own autobiography and she is attend- 
ing the University of Massachusetts. 

Now that is from a person that when you walked through a ward 
you wouJd*have thought didn't have any capacity, didn't have any 
capability of learning 'because they are laying there looking at a 
white wall in th^ deformed conditions that they are in, and that is 
what we see all the time. 

And you asked Ker if that is other places too. Yes: every institu- 
tion I go into, even my own institutions, there are people who are 
laying around, you don't know if it is just somebody locked in their 
bod;^ You don't know how intelligent they are, what capacity they 
have or any human" feelings they may have independent of intelli- 
gence. 

I just wanted to let you know that punch line. 

Senator Weicker. I agree with what you say. And certainly as 
far as I am concefrned, I would have a very difficult time ascertain- 
ing the capabilities of that individual. I don't pretend any exper- 
tise. But, on the other hand, I can't believe the professionals that . 
we jhave here in the State of Connecticut who are in charge of the 
institutions can't make those determinations. 

Gommi.ssioner Glenn I have not been through the Connecticut, 
institutions and I caiyiot speak to the capacity of your administra- 
tors here. . 
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I do have some comments on what I heard this morning, howev- 
er. I have been administraJbpr for about 15 years. I have run a larg'e 
service system, one^oHhe largest in Nebraska, in eastern, Nebras- 
ka, that served about 1,400 people. For 5 years I have been in 
charge of mental retardation in Massachusetts where I serve about 
11,000. I have got eight State facilities, probably similar. I think 
some are larger than any you havj? in Connecticut, 

If I leave you with two things it would be to leave you with my 
learning experience from two of the things that there is controver- 
sy in this field about. One,' and I sort of heard it this morning, is 
people belieye they can't develop services fast enough in the com- 
munity to really replace the institutions, and if you want ;,o go on 
costs, you can't really get a lot of heavy costs, like, George Gunther 
was talking about, until you close the faoilities-and really get rid of 
those fixed costs. , ,^ 

And you talk aboXit hunrane reasons, b ut even on the_C QSt^a=^ 
_JjoasJEneyL.are learning now xrrrthewn tal heaittTsid e thatclosing 
facilities can save a lot of money in the budget in Massachusetts 
for the fiscal year 1982 budget. 

So, I want to break down that argument. It can*be done. It can 
be done rapidly. It can certainly be done more rapidly than I heard 
their plans for placing 360 people in 3 years. I think that is ridicu- 
lous. 

I The second is that the argument that you have to have institu- 
tions for certain people. I found that it as absolutely not true, in 
both my experience in Nebraska and my experience in Massachu- 
setts, 

The experience in Nebraska was interesting because we decided 
in 1969 nQt to develop extra institutions because there was an 
overflow at the Beatrice State Home. That Sta\e was lucky it only 
had one institution that it had to try to g6t rid of. 

From 1969 to 1976, I believe, or even less than that, we got it 
down, I believe, from 2,300 to 1,000 by building systems of commu- 
nity care, l^y own agency that eventually served 1,400 people in 5 
^ counties around Omaha, decided in 1972 it wasn't going to continue 
to discriminate -agnnst the most handicapped. It was 'going to not 
just continue to take the mildly retarded and the rfioderately, a;id 
then the severely and then any persons with multiple problems. 

We decided to reverse that, to take out the absolute most diffi- 
cult both medically complex, multiply handicapped, profoundly re- 
tarded and to take out the most severely behavioral involved. That 
is the other that institutions try to justify, themselves with, that 
people cannot handle, either the community folks or staff, people 
vyith extreme self-abusive behavior or abusive to others behaviop 
' So, we started taking them out. The success rate was unbeliev- 
able. It was lOO percent with those people. The lack of success was 
with a few people. We stopped admissions but we did have a 
couple, I believe 7 over a 3-year period, readmissions to the institu- 
tion, because the community just couldn't tolerate the behavior It 
was'the mildly retarded people. ^ 

The same thing is happening, that mildly retarded people have 
gotten in trouble with thu law and really had overlays of emotional 
difficulties that, my best professional guess, ^ere caused by their 
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lengthy periods of institutionalization. The same thing in Massa- 
chusetts. 

I was surprised. I had this view of M^sachusetts-.being very 
liberal, service-oriented, innovative— at least that is what the pro- 
fessions run around telling people in the field. 

But, when I got there in 1976 I was appalled. The State had 
relied on institutions almost exclusively for the mentally retarded 
and' didn't even allocate any State funds until, I believe, 1974 or 
1975, and then it was a:piddlinij $990,000. ' • , 

^ They made no commitment to develop alternatives. The institu- 
tions wer^ terrible.. So, I had a dual jol?. I had to go in and try to at 
least keep those institutions in some level of compliance because 
they vvfcre idceiyjng the Federal medicaid funds, so I had to sjend.a 
lot of time tryingtojcleajL^^ ait the same 

-time,-! hadto try to develop and assist the system in developing 
the community services, and do it fast. , 

We were going to start losing revenue if we didn't get thousands 
of people out of the institution, and we had enough court suits 
arouna that we had to do it right. Ther^ could be no dumping. 

I think one guy was talking about dumping this morning and I 
think he had mental health exposure. They hayp had the jnental 
health patients confused with the mentally retarded. Anyway, in 
this short period of time we phased down the institutions from 
about 7,000 to about 4,000. 

We have got 3,000 people in community residential sei^vices of all 
types. We have 4,500 to 5,000 in day training services. The whole 
statewide system of the early intervention services that have been 
spoken of serve about 2,500 zero to 3-year-olds, and about 3,000 in 
respite care and a wl^ole system of case management and quality 
control systems. " ; 

It'can be done and it can be done right and a lot Taster than I 
heard the plans this morning for the State of Connecticut. We have 
been able to prevent the admissions and the readmissions. Adrnis- 
siojiS are down from what used.tq be, in l,975j about 20O-plUs a 
year. I think oiir track record in the past" 3 or 4 years is fewer than 
six or seven that have had to go in for short-term emergency. 

And a lot of the myths that people put up, or the issues they 
raise about why it can't be done, in my opinion and expenence are 
just bogus, absolutely aren't there. The community acceptance? I 
just did a study of why some of my programs that were supposed to 
start this year were delayed in gettmg .started, and I expected, just 
because everybody theoretically thinks about acceptance, that a lot 
of the issues would be zoning fights they are going through, or 
problems with communities not letting them in. 

I didn't find that. Out of the 4 or 500 programs that were 
supposed to start there were about 72 reasons for delay for pro- 
grams. Four of those had anything to do with community resist- 
ance. 

Second, client preparation— I believe that has been addrc^ised 
earlier today. When somebody says to me a client is not prepared 
to go to the community, my first reaction can only be, aren t his 
bags packed? You don t have to do things to individuals to move 
theilri froni one settinglb another to get more learning opportunity 
in that other setting. v 
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And the third is cost; 

Senator Weicker. How many do you have in institutions in 
Massachusetts right now? 

Commissioner Glenn. I have a little over 4,000 left in institu- 
tions for the mentally retarded. 

Senator Weicker. Why don't they have their bags packed? 

Commissioner Gl2NN. We arc developing the services. 

Senator Weick^k. How long will it be until you close the institu- 
tions in Massachusetts? 

Commissioner Glenn. We have a commif ment from the State 
that they signed a plan that would allow me to take an additional 
3,000 people out of the institution between now and 1985, and there 
is also a signed commitment to the plaintiffs in a couple of cfefes 
that they will continue to depopulate after that. ^ . 

They have not been wanting to go on public record of when they 
are going to close an institution yet, but they have got a phase 
down plan for every single one of them. 

Senator Weicker. We have, at the present time, in the State of 
Connecticut, as I recall, it is} just under 2,000. Am I correct on that 
number? 

Mr. Nerney. 3,000. 

Senator Weicker. I am just 'trying to get the relative number. 
PleaseL^go aJhead. 

Commissioner Glenn. There was a study, just completed by the 
National Association of State Coordinators also that if you put 
Connecticut beside the other States for what population level they 
will have at the end of their plan for placements. It ends, I guess, 
in 1983 or 1984. They will still have a substantially more institu- 
tionalijfed p6pulation than the average of the country and about 
three times as many at the end of that plan as compared to in our 
plan in I^assachusetts. 

The other point, besides the fact that it can be done, Jhat I 
wanted , to malse is the^institutions really cannot do it. I have 
thrown money at these institutions. In New York I have sat on the 
Willowbrook Reyiew Panel that was set up by Judge lu^d back in, 
I believe, 1974 and watched us just throw money into the institu- 
tion, 

Willowbrook has gone from, when I 'first saw it, I believe $4,500 
per person. Now it must be close to $6,000 per person. And you 
don't see a lot of measurable change. It is less crowded, people are 
better clothed, there is somewhat better food, and some of the 
quality of life issues and there is some more activity. But you 
cannot say, looking at it as a professional, how relevant that activi- 
ty is. It is not that relevant. 

We have seen the things that are really the most powerful for 
the development of people. You have heard a lot about it today, I 
found it cannot happen in the institutions, not with people segre- 
gated, nojt with the kind of turnover people have and the lack of 
continuity for the numbers of individuals that interact with the 
person that Karen talked, of I have seen that in mv institutions. 
We have alm^ost doubled the number of staff. I put 4,000 more staff 
in just since I have been there; doubled the budget; doubled the 
cost. - • ' ^ 
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^ . . 

I just did a survey last week of one of my institutions-thatns^^ tfie" 
second highest cost institution, anjLI was tryifigTo find out the day 
program issu^3.':Wer^people getting day programs. Were they get- 
ting;any"substantial part of their day in programing, and I found 
out that only 39 percent of my clients in that institution are 
getting programing in the day and most of that was being provided- 
py the Department of Education, not by the institution. 

I will close with— I could talk a lot longer about the power of 
institutions and how it robs people of opportunities but I think you 
have heard that. 

One other State's director who could not be here asked me to 
give you a written statement however. 

Senator Weicker. I would be delighted to have it included in the 
re cord. \^ 

Commissioner Glenn. This is Dr. Jennifer House, who is deputy 
secretary of mental retardation in Pennsylvania. She runs the 
State of Pennsylvania programs. 

I would al$o like to submit for the record a summary. I heard 
somebody talking about research earlier. One of the most recent 
pieces of research has come from Pennsylvania, a study on the 
people that have come out of the Pennhurst State Hospital since 
Judge Broderick's decision which showed that the growth in all 
categories 0/ the people that left the institution was very signifi- 
cant, whereas, the matched sample that did not leave the institu- 
tion, there; was no significant change. 

^Thank vou. 

[The following was received for the record:] 
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cc^!^!u^<I^Y mental retaroatjo'i program 

The Pcnp-iylvanjo Corrunlty MciUl ReUrddtion Syuem was initiated with 
«c passaqc of the lient.il Health and Hentil Retardation Act of 1966. 

«i . ^^i^?"^^ PenasyWan^i, a 5,tate with approximately 

eivenlllion people and larne urbir\ and niral a'-eas. developed a strong conmit- 
to the provision of comuurUy services to mentally retarded people based on 
•^onaalization principle and the developiJcntal nodel,- Guiding principles, in 
.< fonnatjon of our system included services tf prev^»nt out-of-natural-hwne 
Mdential placcncnl and t'elnsti tutionali^atiof with an emphasis toward placeinent 
the least restrictive environment. , 

In Pennsylvania, ffental Retardation services are administered by the 
rice of nenta.1 Retardation in the Department of Public Welfare. The most.siq- 

icant program cofflrK)nents in Pennsylvania's corr^unit/ f!R system include the 
.-v).r\ty Living Arrangements progran and the Fas^ily Resource Services program; 
' :\ of Itental Retardation has fccgun the active use of . 

'tie XIX funding for conmunity services. » 

The CofTimunity Living Arrangements program.was developed in 1972 to provide 
/^n community resi?ential services as alternatives 

f , services wphaMze the development of s<nall home-llJce 

^l."?.^^!!^"^.??-"^!.'^^ ^'■^^ both_ flexible and structured to neet the 

program 
. !t has grown 

today > 

Pennsylv,inia previouvly n^intai.ied 11,000 oeopfTln State Centers for the 
"«tany Re.^rdod. That numt>er has been vIkupW reduced over the pa^t. nine years. " 
Jiy approjinvutly 7 QOJ reople mide In <^tate Centers, and over 3,000 previously 

./^!s;ry sJJ;^^^^^^ iS^iu'^S/ '''' '' "^'"^^^ ^'^'^ 

Pew ylvmia providos the'' follOHino l/pe of services available to mentally 
ir.j^i pomons .-I'i their fai«il>os th«-ou*)h the Family Resource Services progran; 

. .t\ I i^'^'c ''v'rV'^^*- I'^J^"?'^'*'' service*;, [tecrenioni Tronsoortatlon; In-fjpme 
' »ind Fa.Mly Fducatioii/rri ill ing. , » i ^ 

The tn»t»st of family Res*»'jrcf Services hao been to provide thn support 
vK« necos'.ary to aid the family In maintairiinq a retarded chUd or adult at 

^nd. ^hus, mev^^nl iuu Uutional ization fron ever takim; place. In addition, 
•iiy Resource ..».vl(os ofiers ifveral support service', necessary to assist the 
^.n rajtionali'.il nu>nl.illy letardM person- inrakinq ►he. adjustment fron an 
. 'i^^"?' }^ ^ '•V'l^^iiy Ufo'.tyle. Ihus , within the mental retardation component 
1 Coun y m,rtR Plan, the m Progron servos both as ar alternative and 
■'Mn^nt to fi. u>^f>unweaUh*$ Cn'nunfty Re'>idMitial '.'^rvuo' Program. 
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.Utement (continued) -2- 

; 

Currently, over 18.000 cKntdUy retarded people and their famities,-^- 
f bcnehtting from Family jResource Service programs. Pennsylvania's cgrrent 
j'get for Family Resource Services »«nd other Support programs is currently 
•vf $33 oil lion. . ' ^ 

The Governor»s proposed budget for Jtental Retardation services for ' 
Mscal Year 1981/82 is a further reflection of Pennsylvania's coumitfflenc ttf 
taunity services; for the first time, Dore State dollars are reconnended for 
vmunity prograois than for State centers. An important ingredient in next ^ 
» d»''5 budget includes approxinately $10 pillion for new comunity residential 

.'<jra'ns» with special eirpjiisis on ICf/MR dovelornent in settings of four to eight 
^o-.rs, and for further exoansicn of the Fani^ly Resource Services program. 

!n susnary. Pernsylvinja'has developed the strjcture for a quality 
Xi^upity scririces systems and cun^'ciUy. serves clients in coftmunity programs 
Ih the saf'ie chardctcri sties d$ any clients in State Centers. This includes 
« -'Plewith ircdical proble^.s, th^ non-dri)ulatory on d 'those with severe behavioral 
»rf>hleos. Pe^n-jyl var.ia's pro9»aa clearly dcrropitrates that alUmentally retarded 
o^^le can benefit from comuMty programs, and the Legislative suppor^t received, 
.'-t ocularly ',ince 197?, hjis enabled tho office tc flja*ntain «) coomitrent to 
f«fnunity servicp'> . 

^ Tnanl. you for your interest in Pennsylvania's efforts towaf-d developing 
compreh*i;>vc uoprxioity-based nentfll reta'-dation syitCQ. 
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2B Sundy.'Apfll5.1981 Phllidt'lplil* In'qulr'tr ♦ 

From Peiinhiirst 
to group homes, 
iirijpr 6 vemerif sieert 



*" Dy Julia C*st 

% A study compannc ihe pro](rcuof 
70 rc&id«QUoI ihcrennhurst Center 
for ihe Retarded wtlh thalol 70 for. 
- m<r rc$t<knt$ who ifcr* iranjierrcd 
mto Rfoup homes m the iommunily 
found o*tfwh«l»aincIy thai those 
who were movrd h*d InprovnJ (n 
skills wht1« 1^0^ who remained in 
thctn^iiuiion h^oot 

The «»>dy. rectnUj^ completed by 
Temple I'riivwfjttys Oevelvpocnt*! 
InvibilUifs R«rKafch «nd Evaluation 
Group sonuud<sl that ihe 70 vkho 
WN*re tumlerred "have bcnefufd 
•tuMtantiJily Ih^ relocation to 
^malur )«» sc(rrjated. around (he 
•4.1<>cK j^perviMd Cbmtiuntty sti 
«ni;i' -A « » . 

A vccofH] study, condttctitl by the 
DfjKe fifth* lp«»»l Master for Itnn 



IVnnNufM rteiJd<ot$ improved when 
Ihey *ert irjoUftred from th« large 
«Tjie inrfiiiuiion mSprtncCity. Chc9< 
ikt C^>uniy. into R<^rc h<>m6likcscl- 
ttrlK^l^l^((ommuntlx »» 

In xldiiion. the s«ond study, 
which lutvirycdallofihecvmmuRjiiy 
U> ins arran)i;cments ((roup honjes 
and aptnments — in the teuton, 
f'juftd that retards! i«>f\t vkcre 
T«ceivinc supervision and 

healthcare 

l\jnnh«rst has become th« focus of 
siwh M»(li« because in Mjrch Wt, 
U& DiMrtCl JudikC Raymond J Dro- 
dcrick ordircd ihal cimmuntfV fW' 
me arran<$»mcnUi be ntabltshcd fn 
Itucki Chester. MMnifc*>in<'y. Ikia- 
war*.' a)Ki Pht!«}t]phta Civijnilvi for 
ih« 1 000 Penrthurst residents so that 
Ihe irMttttiton tvtmualty co^jld be 
tl(»vd 

In * suit fitird by Ihe Pepft^ylvanta 
Association for Retarded Cilireos 
against t^e stale and ihe five cOun 
lies. Droderick' ruled ibat retatdcd ' 
people coold notbeUutht tolive up ' 
la ihfir potential In lart«. UolUcd * 
inMiitttK^a su^h as Wnnhvrst and^ 



The US Supreme CvurV i% to decide 
soon whether to uphold DroJcrlck'i 
rutins li* decision wiu hive far- 
jc*chi^K consequences because slml> 
Ur suits have been filed afa lost insti 
iuilonsinl7othersiates.t 

Because PennhursI ts a test ca.^, 
the Temple study stated, it was im< 
portant to dcicrmlne "whether reto- 
cotion of dbcnts from tar{(e. sccrc(at' 
vd tnuttutions tnto small, (.ommuni 
ly based facilities aciuall) enhances 
detctopmchtal growth " 

The T*n/?te study, part of a (ive. 
year evaluation tor Ihe US lVpart> 
ment of Health and Huasn iiervices, 
attcnptcditoanswerfhat quotion by 
fompArtnc 70 r(*arded p<t)vle a| 
IHinnhurv; w«h 70 *ho had been 
paved i9to the community since 

■me ivk^iroups wWmakhrd on 
theba«sofsex level of /otardJtion. 
IvnKth ol time tnsMtutionamed. air. 
IQ and l>n Korclon a test catted the 
IW't Sviof Development Survey 

The test toolied at three areas of 
adiipttvt; behavior personal self suf 
ftcienq ttoltet tralnlnc. use of table 

SunMti drtcSlOt, bathingV'commu' 
ity svif sufficiency (eat^n{ to pub> 
11c. leUinc lime, money handling 
food ffep^rattonl and pcru>«al30' 
cial rt^nslblllty (caie of clothinc 
initiative, awareness of oihets, par- 
tlclpitiO') in CTOupactivttiesi 

The iHx «''s>o studied maladaptive 
behauiir such » violence, rebel 
linusneis, runninc away and hyftt 
activity. 

In 19^ all MO of the research sub* 
Jtcis litfd at I*ennhur5t and v^ere 
tested there Two years later, in the 
fait of t9$0. the Temple researchers 
retesteu the 70 who remained at 
IVnixhipt and the 70 who had been 
trat^sfe^rcd to see If there was t dlf* 
fcrence^adevelopnenl 



The ilsearchcrs found the report 
- ^ Staled lhal "the 70 clients who have 

that frtflrinini them Iherc wa» un- i ^:^n pibced lln tbe comottnity llv 
ronsniHiKinal .inRarringtimentsJhave.onlheaven 
ace. mJde sisnlfieani gains In ^11 
tUhree areas of adaptive behavior 
Their rr\atched 'twins' who remained 
at Ihe institution have made no sic- 
nificant prOiress in adaptive behav> 
tor" ♦ . . 
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The researchers also found that '*in 
the maladaptivebchavtor domain, 
there were no sicnificani changes 
forelther Ihe movers or I he stayers'* 
The report did not atlcmpi lo ex< 
plain Ihe reasons why the movers 
improved and ihok'who stayed did 
'.not, except )o slate that there v^as a 
'Sharp difference in the number of 
services >hc two grODps recelvcxl 

It found Ihal the average number 
of hours a vicelf^lhal those tn the 
Icomnunlty spent In various pro 
crams was 315, for those at r*cnn 
hurst It was M I The rcp<>>rl addtd 
ihal "one cannot bv certain thai 
dcinstitaiionaliuifon Itself •;aus<d 
the different developments for Ihe 
.twocroups." ^ 
. The Temple researchers — jancs 
'Conroy. J<klle Filhimiou and James 
't'Cmanowla — aim attempted to 
^determine, within the comaiunti) 
Tgroup. whal variables seemed to 
Contribute to dcvelopmentalcrowih 

• They discovcrhl that age and 
Mvncth of time inslllutionatlted 
^\c^ned to have noeffeci on develop 
^menl Sex and level of retardation 
>verc sicnificani. however. T^ie tt 
searchers found that men laproved 

*m«ch more than women and that 
'those >*^th more severer rciardalion 
Ishov^ed create/ relative cams than 
;thoie who were mwe mildly retard- 
■cd The report did not attempt (o 
'account for ihotse differences^ ' 

• ror lis study, the Office of ihcSpe* 
*cial Master - v^hlcKwascreatt^d lo 
•superviiclmplemenlatlon ol BrQder 
'fqk's dccijWM^aS^ji Pennhurst * 



Visited Ihe community llvinc ar 
ranjerwntsand day proframsof 140 
ol the i<t>p}e-wholeft Pennhufsrand 
looked at the ion o| health care and 
. recreational actlvttte$- available to 
^ them; ^ 

TTte office also conducted Indvpth 
studies of SIX randomly selected 
' former PennhursI residents who had 
been moved Inio the communtl|> 1 

The master's report details the "sic- 
niffcanl" but ilow, pain^iaVtnc prvc- 
rest the six have made jmce leavinc 
Pennhurst Por example Ms S, 42. a 
retarded woman wnh epilepsy and 
cerebral palsy who waj a resident of 
PtnnhwrsI for Jl )ears, now *et$ In 
«r.d out of bed by herself for the first 
ilmt in her life usinc eoulpraent 
. designed and huilt In her new com< 
muntty llvtnc arrancenent. the re* 
port states. ' « « 

Mr P. <7. who Is severely relarded. 
has becun lo address people by navie 
. rather than by functional tabelssuch 
as "the bdy who cooVs for me- A 
resident of Ih^nnhurst for SO years 
until he moved Into a croup hoffle.ht 
also hasfearnedtoshave.cut Up food 
arvd take hts dent uresobi at nleht 

Accordlnc to the master's repon. 
none oT the 140 people who lef i Penn. 
hurst was rcadraltted loihecenteror 
any other natc Instliuiioo for the 
retarded. In froupc ran(in{ in size 
froti one to eichl. Ihey live m ap*n- 
menis or family sized bottles and 
have Hhour staff supervision. In the 
community, the averaft was one 
staff member for two residents, 
compared with one staff^nenber for J 
tlfht residents at Pennhurst 
. The study determined that only ^ 
ont person was not rtcelving an 
annual medicalexaro.thatUperctni 
' had been to a dentijt ilnct belne 
transferred and that, in several ln« 
stances, former rejidenls'healtb had 
drtmaiically improved, Some were 
- fined with dentures or ey«cl«^ 
that Ihey had ntedM but had never 
been ti\tn in ihe tn<inuiron 



Senator VVfEicicfeR. For as litt*e as I know about the Pennhurst 
case, I wouldn't disagree ut all with whatever it is that is coming 
out insofa;: as the capacities of those that^are no longer in institu- 
tions. I don't argue that. 

On the other hand, as to whether or not those that are left at 
Pennhurst have been well ^served by that decision, I think that is 
probably up in the air because what, in effect, was happening, and 
.if there is no capital money going in there at all, as I understand 
itrand the ones that suffer from that are the ones that are there. 

I think that raises the issue because I think what we are all 
trying to find here— your group, the State of (Connecticut — how do 
we transition? What is the time factor involved? I want to make 
sure that nobody gets hurt by wha^ver it is that We do. I am not 
so sure, that was achieved in the Peii^hurst de(iiision the way it now 
stands. ) } 

Dr. Carl. I would first like to express my profound appreciation 
to you and the other members of tlie subcommittee for providing 
this forum for alL of us to discuss these issues of such marked 
national interesit £md of such personal interest to the many retard- 
ed citizens througnbut Rhodp Island. 

I would like to priefly4ntroducQ myself by pointing out that my 
experience includes more than 15 years in the field of mental 
retardation, 9 o^.^hich involved the operation of State or public 
institutions for r^atded persons in three different States. 

I worked in Massachusetts originally and was one of the first of 
those professionals to .discover Ruth many, many years ago. I am 
quite familiar with the experiences that Miss Glenn and others 
have referenced regarding the terrific loss of opportunities for so 
many people. 

- I have been a State institution superintendent in Ohio, deputy 
commissioner in Ohio and am now the State director of retardation 
services in Rhode Island. I facilitated the opening of over 80 small 
community residences in these States so I feel I know both sides of 
the aisle in retardation services. 

In m^^ professional opinion, sir, there is nQ.real legitimacy to the 
institution versus community debate. How, under what auspices 
and what timeframe we open community programs are issues to be 
discussed. We would like to briefly discuss some of the similarities 
and differences that I believe are transparent when one compares 
Rhode Island and Connecticutj 

I would like to briefly outline the past 27 months since I started 
in Rhode Island. To set the stage, let me note that I was hired in 
Rhode Island after over a year of front page newspaper exposes of 
an institution that in my^opinion was then significantly better 
than th^ present operations of the State facilities in Connecticut, 
the Pecent firing ot the superintendent and newly assigned duties 
to several members of the retardation bureaucracy. 

Groups were split, some promoting lawsuits to force the develop- 
ment of new community programs to close institutions, some oppos- 
ing community directions. Parents, professionals, staff public offi- 
cials, and the citizenry at large were confu.sed, were demoralised. 

Some wanted to, spend millions to upgrade our State institution. 
We only have one. Others threatened to sue if the State took one 
step in that direction. So what did we do? 
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First, we scrapped the multimillion-dollar institutional renova- 
tion and dev^oped a short-terai fixup of over 200 beds to be used 
on an interim basis only until we could move the client into small, 
high quality residential settings throughout Rhode Island. , 

Next, we obtained legislative support for the development of the 
activity sides for over 400 of the institutionalized persons. This 
insures a minimal quality of services and adequate preparation for 
community living. At least people will begin to get an exposure to 
that. 

And, more importantly, our staff got an exposure to the notion of 
getting people up, and out and into the community, a continuation 
of our medicaid funding and establishing an anchor point in the 
community for these people. 

At the same imie, we committed ourselves to ^mall, usually two, 
three, or four persons living arrangements and rejected placement 
in nursing homes and other inappropriate long-term care settings 

We developed a plan to reduce our population from the over 700 
persons then at the institution to no more than 100 people by 1984. 
Concurrently, we prepared plans to take care of over 300 persons 
in the community who were "at risk** of being institutionalized. 

We negotiated agreements with AFSCME and other labor unions 
to guarantee no layoffs by obtaining their support to move State 
personnel into the community to operate some of these service 
settings. 

Over 60 percent of the electorate—two State bond issues were 
passed providing almost $10 million for the cCnstruction of group 
homes and other facilities in little Rhode Island all in the past 2 
years. 

So what have we accomplished with.these plans? Our institution- 
alized population has been reduced from over 730 persons to less 
than 600 as of this testimony. Another 100 persons will leave for 
community placements before July 1981. 

Only three persons have been returned to the institution in the 
last 27 months. Three persons have been admitted to the institu- 
tion. Plans calling for placing at legist 100 to 150 persons per year 
into a range of comprehensive residential options in fiscal years 
1982, 1983, 1984 have been accepted as our State s avowed public 
policy. 

We have placed almost 75 persons who are at risk of being 
institutionalized into community living arrangements thus avoid- 
ing the vMnecessary institutionalization and its accompanying 
he?.rtbreak for the parents who struggled so long to take care of 
their children in their own homes. 

Over 400 persons of the remaining 590 at our institution leave 
every weekday for community-based programs. Transportation, not 
inactivity, has become our major nightmare. Over 200 persons from 
the institution attend local churches every Sunday in several com- 
munities throughput Rhode Island. 

We still have 600 certified, federally certified, thereby medicaid 
funded, beds at our State institution, so all of Our clients have 
received services which meet State and Federal requirements even 
during this transition period. Our total number of group homes or 
what we like to call family style homes, has increased from 8 in 
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1979 to over 40 operational today with another 15 scheduled to be 
open before July of 1981. 

We open local services for local folks to keep them out of institu- 
tions and to bring them home in every community in Rhode Island. 
Over 75 persons ha 'e moved into apartments, some semisuper- 
vised, some ICFMR certified, with another 60 ICFMR apartment 
units scheduled before July to open before July 1981. 

Thirty of these new apartment residents are long-term institu- 
tionalized elderly retarded persons. They have an average length of 
stay of over 30 years per person in State institutions. 

Day programs have expanded from about 80(> persons statewide 
in work activity centers and very littte opportunities for institu- 
tionalized persons to over 1,600 retarded^itizens from all kinds of 
living arrangements participating in a vast array of developmental 
and vocational programs. 

We started a statewide respite care program, our first sheltered 
manufacturing plant and a statewide monitoring system to comple- 
ment our licensure and health department reviews. 

A 5-year plan updated annually was published in 1979 and we 
are just initiating an automated data system and a comprehensive 
case management program, something we call service coordination. 

I am not talking theory. Senator, nor dreams. I am talking about 
what can happen when persons such as the Governor of Rhode 
Island, Governor Garrahy, and other elected officials support a 
commitment to dignity and quality of life, at, 'las been done in my 
home State. 

Our experience shows that much is possible with good planning 
and hard work. Nothing that goes on in an institution cannot be 
replicated, often improved upon in an appropriate community set- 
ting for any individual who lives in any State institution in Amer- 
ica. 

Senator, I have been in many, jmany States, I have worked in 
many, many States and I have been in over 30 State institutions 
for the retarded in the last 5 years. This might mean a lower per 
person cost. With some careful planning and monitoring we can 
guarantee better per person quality of services in community set- 
tings. 

There is no need to debate the relative merits of community 
services versus institutions. The time is now, the technology and 
know-how is available now. All that is lacking, or is not happening 
is the imagination and the will. 

I would like to present to you several copies of some brochures 
and a recent advertisement which appeared in the Providence, R.I., 
Sunday Journal, R.I.'s statewide newspaper. This should serve to 
demonstrate the pride we in Rhode Island take in our public "poli- 
cies for serving retarded citizens and their families. 

Thank you very much for this opportunity, Senator. 

Senator Weicker. Thank you. 

Mr. FULNER. Senator, my name is Charles Fulner and I am the 
deputy director for the division of community services for mental 
retardation in the State of Kentucky, and I am speaking for myself 
and my boss. Dr. Skarnulis, who couldn't be here today. But he has 
submitted some written testimony. 
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I think my colleagues have more than, established that the job 
can be done in the community, so instead of rehashing some of 
those points, in the interest of time I thought I would simply 
submit a written statement talking about my experience working 
in the State of Michigan where they reduced their institutional 
population by some 40 percent in 4 years, and of some of the things 
we are planning to do in Kentucky to take those first steps toward 
operating without State institutions. . ^ 

Senator Weicxer. How many people do you have in the institu- 
tions in Kentucky at this time? 

Mr. FuLNER. 1,040, and our intent is in the next 18 months to 
move 200 of those individuals to community-based residential alter- 
natives. 

Senator Weicker. What is the population of Kentucky? 

Mr. FuLNER. Approximately 3.4 million. 

Senator Weicker. What is the population of Rhode Island? 

Dr. Carl. 935,000, Senator. 

Senator Weicker. And you have 600? 

Dr. Carl. We have 590 persons today. 

Mr. FuLNER. In all fairness I should point out that there are 
approximately 600 additional individuals in nursing homes whom 
we also have to move out. 

Senator Weicker. Then you have approximately 1,600. 

Go on. 

Mr. FuLNER. What I thought I would do instead is summarize 
.some of the very basic principles that we have heard expressed 
over and over this afternoon about what makes up a good residen- 
tial system, and then talk very briefly about how those principles 
interface with the Federal policy and Federal regulations regarding 
financing care for persons with mental retardation. 

I think if you look at all the programs around the country you 
would see that there are perhaps eight basic principles that make 
up a good residential system or from which you would design as 
guidelines. 

The first principle, and one that we are just beginning to do in 
Kentucky, is that all family and individual support services should 
be made before any alternative residence is sought, that we ought 
to do those things that keep persons in their own families before 
that family burns out. 

The second point is that all residences should be made as small 
as possible. The smaller the residence the less hard it is, the less 
segregated the people are who live there and the more individual 
attention those people can have. 

The third principle is the principle of individualization of those 
programs. The specific reasons for requesting and then providing 
residential services should be identified and some solutions to those 
problems must be actively and creatively sought as part of that 
residential program. 

Before anyone even is removed from her or his home, or goes 
into a specialized residential program, I woulH suggest that a date 
for reevaluating that program be arrived before admission so it is 
not a dumping thing that went on earlier that many of the speak- 
ers referenced earlier in the day. 
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The fifth thing is that a residence should be as close as possible 
to the community, the neighborhood or the home where the person 
will live upon completion of this specialized residential program, 
and that those people living in special residences will leave those 
residences and move into places that are appropriate to their age 
group as they progress. 

The sixth point is that partial residential services should be 
available. Too often, what we simply assumed is that if a family 
need for its family member to receive residential services that it 
has to be 7 days a week, 24 hours a day. 

Something we are going to be trying in our State is partial 
services, perhaps 1 day a week, 4 days a week, 5 days a week, 
providing some relief for the family to rebuild itself 

The seventh principle is that family involvement should be en- 
couraged. Too often, we try to move families aside so the profes- 
sionals will do the job, and we have encouraged families to divorce 
themselves from their family member. 

Lastly, the residential systems personnel, like those of us sitting 
at this table, ought to be evaluated and rewarded according to their 
ability to integrate individuals with mental retardation in the com- 
munity and to remove the stigma and the separateness of the 
services we provide to those people. 

One,of the things that has happened is many of the States have 
attempted to use Federal dollars, particularly under the ICFMR 
program, to provide community-based services is that they found a 
number of road blocks. 

Some of ray predecessors spoke about those road blocks, some of 
the fire safety and institutional language that goes into the Federal 
regulations governing Federal financial participation. If anything 
comes out of the approach to going with block grants for the 
medicaid program, I would suggest that some modification of those 
regulations that govern participation under the ICFMR program be 
made to encourage the development of community services and the 
financing of community services and to discourage the continued 
use of that funding source for institutions. 

Clearly, community programs do emphasize building independ- 
ence and they do cut down on an individual dependence on an 
existing service, whereas, the same cannot be said for the institu- 
tional programs. 

So, as v^e need to manage in time of ler^s financial participation 
by the Federal Government I would sug^^est that we be given the 
opportunity to use that money, what is left, in more creative ways 
according to the principles that I have summarized. 

Thank you. Senator. 

Senator Weicker. Thank you very much. 

[The prepared statement of Mr. Fulner and Mr. Skarnulis fol- 
lows:] *^ 

Statkment of Charles Fulner, Deputy Director, Division op Mental 
Retardation, State of Kentucky 

First, I'd like to express my appreciation to Senator Weicker and other members 
of the subcommittee for providing us with an^opport unity to discuss important 
i^ues regarding services for persons with mentalretardation. 

Eight years ago I began working at Oakwood, an institution for mentally retard- 
ed persons that had just been opened by the Kentucky Department for Human 
Resources. The facility was featured on national television in 1973 as a new hope in 
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the field. It was an institution that would train people to live in the community' and 
thtn place them within three years of their admission. As that facility's admission 
officer, I quickly learned that like most States, Kentucky was only providing par- 
ents with two choices— to either go it alone uy keeping their children at home with 
little or no support from community resources or to place their children in a distant 
institution and accept whatever level of care is provided there. Most parents I met 
did not want to place their children in an institution or even desire 24 hours a day, 
7 days a week care. They wanted some occasional respite or some assistance in toilet 
training or some time to rebuild their family lives after devoting almost exclusive 
attention to one member for many years. 

Unfortunately, the State had decided to first construct a new faciUty and then to 
develop the community-based system to serve its residents leaving that facility. As a 
result, there was almost an inimediate clogging of the original plans for people to 
flow through the facility because there was no place for the residents to go. There 
wasn't that same strong commitment to building a community-based system that 
there had been to build an institution and to this day, a large number of Oakwood's 
residents are waiting for the creation of placement opportunities in their home 
communities. 

Later, in 1976, I went to work for the Michigan Department of Mental Health, 
joining the Department's task force that had been assigned the responsibility for 
developing a statewide .program of community-based services for persons with 
mental retardation to parallel the remodeling and downsizing of its institutions. The 
task force focused on the development of three program types, the first was special- 
ized group homes of 4-8 bed& (mostly 6) funded through the ICF/MR program that 
would primarily serve severely and profoundly mentally retarded persons, most of 
whom would have a second handicapping condition like epilepsy, blindness, deafness 
of cerebral . palsy or who would be particularly deficient in selfcare skills. The 
second type was a less specialized set of group homes also 4-8 beds, funded by SSI 
and State dollars that would serve individuals with less intensive needs. The third 
type which was the preferred model for children, was specialized family foster care, 
individually-tailored placements with families who were paid to provide both a 
home environment and to teach certain adaptive behavior skills. The use of nursing 
homes as a placement source was abandoned for all practical purposes. 

In the last iVi years, each of those placement programs provided approximately 
one-third of the placements that reduced Michigan's institutional population from 
6600 in 1976 to 4S00 today. (Some apartment and independent living programs also 
contributed.; The return late of these individuals has been minimal and the State 
Auditor Generals review has repeatedly found the community system to be pro- 
grammaticf^lly sound. « 

The placement system worked because the State chose to emphasize community 
placement. It chose to earmark approximately 10 percent of its annual MH/MR 
budget in a special line item reserved for community placement. It used its state 
lease system to secure real estate rather than build group homes itself It recognized 
start up costs as a legitimate first year operating expenditure, emphasized normal 
ization as a guiding principle, and built in quality assurance measures from the 
boKinning. 

Meanwhile, back in Kentucky, when Governor John Y- Brown took office in 
December 1979 and shortly thereafter appointed Dr. Grady Stumbo as his Secretary 
for Human Resources they had to decide whether or not to rebuild the Depart- 
ment's^ Oakwood institution in rural Dawson Springs. Dr Stumbo's investigation 
indicated that the State offered too few alternatives in the community for persons 
With mental retaHation, forcing families to choose institutions when they didn t 
really want that, d.id maintaining a State obligation to fini^.ice expensive long term 
care. He decided to rectify that situation. Instead of remodeling a 176 bed facility, 
he decided to develop a comma ity bi?sed program throughout the State and build an 
HO bed inbtitutiun with 18 beds for long-term care and 32 for evaluation and respite 
With the support of Governor Brown, he hired new staff last November and directed 
them to place 200 new neighbors out of state institutions by the end of his term In 
1983. As of March 1, when I rejoined the staff there, 40 people have been placed in 
individualized settings throughout the State. 

Under the leadership of Dr. Skarnulis we are developing our community program 
based on H guidelines, which we think are crucial for assuring both permanence and 
quality of service. They are: 

I. All family and individual support services should have been made available 
beforO a residence is sought 

II. All re' idences should be as small ab possible. 

III. Individuahzation. A specific reason(s) for requesting residential service should 
be identified and solutions to thot problemisJ nrust be actively and creatively sought 
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IV. A date for re^jvaluating the residential program should be arrived at oefore 
admission. 

V. A residence should be as close as possible to the community, neighborhood, or 
home where the person will live upon completion of the program. People living in 
special residences will leave those residences for programs appropriate to their age 
group. 

VI. Partial residential services should be available. Rarely is 24-hour, seven-day-a- 
week residential service needed. Often one day per week, a few hours per day, or a 
specified block of time will suffice. 

VII. Family involvment should be accommodated and encouraged. Service systems 
should not assume responsibility for parental functions which can continue to be 
met (e.jg., providing transportation, managing medical/dental clothing needs, relat- 
ing to school staff, etc.). It is not appropriate for staff to supplant the family by 
performing these functions. 

VIII. Residential systems j>ersonnel should be evaluated and rewarded according 
to their ability to assist individuals to acquire new skills and become more integrat- 
ed with the community at large. 

I would* suggest. Senator, that if Medicaid funding is capped, that the federal 
regulations governing participation in the ICF/MR (IntermedTiate Care Facilities for 
the Mentally Retarded) program be modified. As presently written and applied, they 
do not encourage the development of the kind of small programs that would reflect 
the service guidelines I've iust outlined. In fact only 23 states use ICF/MR funding 
for facilities for 15 beds or less and only a few attempt to do so for settings of 6 beds 
or less. In Kentucky we are anticipating a long uphill battle with the federal 
Department for Health and Human Service simply because our community program 
is not institutional enough. 

Unfortunately current regulations provide states with a strong financial incentive 
to rebuild old facilities or construct brand new institutions. The fact that 46 statesi 
obtain ICF/MR reimbursement for institutional program vs. 23 for community- 
based programs ^ive evidence that the federal government is encouraging the sever- 
al states to continue injititutional programs. It is especially ironic in these conserv- 
ative political times, that federal regulations favor a program delivery model that 
promotes dependency on the part of its clients and will require increasingly larger 
investments of public funding in the future, rather than a community based model 
that would promote the 'ndependence of its service recipients, and would judge itself 
on the basis of how well it promotes the integration of its client into the economy 
and community at large. 

Basically, it is our contention in Kentucky that there is no better place to serve 
citizens with mental retardation than in their home communities, preferably in 
their natural homes. Few if any resources can be made available in congregate care 
residential environments located many miles from one's home that could not have 
been made available in the person's home community. 

When people do have to leave their home it should be for as short a time as 
possible, as short a distance away as possible, and in preparation for a return to a 
setting that is as close as possible to what is normal for non-handicapped persons of 
the same age. 

Lastly I want to quote Samuel Gridly Howe, a 10th centurv reformer and early 
champion of institutions. Speaking in 1866 at the laying of the cornerstone of the 
Batavia, New York, State Institution for the Blind he said: 

• • • Society, moved by pity for some special form of suffering, hastens to build 
up establishments which sometimes increase the very eVil which it wished to less. 

• • • Our people have rather a passion for public institutions, and when their 
attention is attracted to any suffering class, they make haste to organize one for its 
benefit. * * * 

All great establishments in the nature of boarding schools, where the sexes must 
be separated, where there must be boarding in common, and sleeping in congregate 
dormitories; where there must be routine and formality, and restraint, and repres- 
sion of individuality, where the chores and refining influences of the true family 
relation cannot be had, all such institutions are unnatural, undesirable, and very 
liable to abuse. We shold have a few of them as possible, and those few should be 
kept as small as possible. The human family is the unit of society. (U.S. Department 
of Health, Education and Welfare, 1976.) 
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OEPARTMENT FOR HUMAN RESOUftCES 

CtW^ONWf AUTM or KrNUK:KY 
FRANKFOnr 



an iiLALiH sc^v«ccs 
v'»slon for Comunlty Services 
* Mental Retardation 



Senator Lowell Acicker 
Chalrican 

. •b-Coiranltcee on the Handicapped 



April 3. 1981 
Subject 



Residential Alternatives 
for Persons with Mental 
RoCardatlon 



near Senator Welcker: 

This letter is being written as supportive testimony to be 
considered by the sub-ccrnmlctee menbers in their deliber«tlons 
,>n residential alternatives in the Unirud States today. As 
;>trector of Kentucky's communicy programs tor children and ndults 
X 1th nental retardation, I am oxcrewely concerned, that those 
services be .*;afeKuarded and improved upor.. On a professional 
^evel I worked for many years in a large Iowa institution, as 
Fxecutive Director of a smaller, private comrrimlty-based Institution 
(al*^o in Iowa), and as Director of two major divisions in a totally 
dispersed communlcy program in eastern Nebraska. I have, therefore, 
worked in every model of residential and support services that 
exl<it today for children and adults with mental recardatibn 
rhose experiences, corobinod with my travels to other countries as 
a member of the International Rolationr- Committee of the National 
Association for R^carded Citizens , duallfy me. I believe, to 
make the following observations. 

V_ 1 Unequivocally, there U no better place to serve citizens 
with mental retardation than in* their home conmunlties , 
preferably in their natural homes. Few if any resources 
can be made available in congregate care ^residential 
environments located many miles from one 8 home Chat 
could not have been made available in the person s 
home community. For example, when people need tertiary 
medical care in our Institutions, they are referred to 
hospitals in Che community. 'HUs historic problem has 
noi K-en identifying or^croatln^ resources, buC paying 
for t^^on^. 

2. Some Twple have to leave choir homes. The tad reality 
for -ninv families when that happens is that they must 
sond their loved ones hundreds of miles away to get the 
same service^ chat could have been provided in their 
home community if small residontlal alternatives had 
been avail.iblo "~"lt is true that congregate care has 
exis-icd for 130 years nnd has served .ibout 2 - J% ot 
our citizens with m(in^^l u-cardation, but the reason i^^ 
exinus is becauso no other choices are available *^C(;c/y£ 
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'vo^tov Lowell tiVickci' 
orll 3, 1981 
» IRC 2. 

Unfv»rU«uRely , Llii? cxl.Ucncc (*f such service systems, 
over timo is then used to jii«tiCy Chelr perpetuation , 
indeed their growth, into tbo future. 

3. Wlicn wo take children and .idults far nway from their 
home towns and keep them In those distant residential 
alternatives for lonj; periods of ttitw, they usually 
remain there. Very few people return to their homes. 
Worse, Che home comrnunlcics lose a sense of ownership 
for LhoTi. 

Clearlv. there are tiws when children aad tdults with 
incnial retardation must have alternative residential 
servioca For exariple, death or serious illness of one 
or both parents, divorce in the family, old aga of the 
parents, eraancipation of youn^; adults with menttl 
retardai lon-^-nll of these, an well as combined disabili{:ic» 
(physical or behavioral) tM\y require a person to leave 
his /hex horie. If we are to avoid a custodial, terminal 
approach to services, peuplc must be kept close to home 
and j'iven intensive he!p to nvike service provision as 
short A.i possible. If w*c don't the maxim *'out of sight 
out of nind" would prev: H« 

A. It has been saJd that twjntall/ retarded people should 
"live with theJr quti kind." It has also been Said that 
ttcn tally retarded people should bo placed in large, 
conRrej;.,te livtnp, environment s in order to be educated or 
tr.aneO The two statements contradict one another, 
Pec>plo ^i,th mental retardation, like the rest of ns , leam 
thtMi.'.h imitation of the people around them. If we are t\ 
to help people with mental retardation reach their ' 
iiia\ii)Mm potential and lead lives which are as nearly 
no»rm.\l ah pos.'iihlc, we mu^t place them in settings where 
they die ourrounded by role models who are as near y 
nornul as posslMo "^liey cannot be exposed twenty- four 
hou»f? a day. seven days a week, year in and year out, - 
and 4V(iid imitating the liehavlor of other people whose 
behavior is con3ldere<l 'Mcviant'' by society. Under such 
clrcu;>ii t.inceK , when people with mental retardation are 
not ^H\\ their own kind, arc not with the rest of us in 
socU»t>. !iow cmi appropriate learntn>i occur? 

Uli\ ' V m goal sliouUl novoi he ro make mentally retarded 
people "nonual," or like everybody olse- because that is 
re^;inxM\t ation-1 1 should nevertheless be oui* goal to make 
avalltble to tliem the .*«aine c<'nditio«.*i of everyday life 
rhii are available to the re::t of \is, 
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Mnatoi Lowell Wclckcr * 

AS.rll 3. 1981 »> 
^ • r>e 3. 

/ I have enclosed a copy of -\ pu'^^ reloasio which wc issued 

, / i Conrly suppv>vt.iuij the nprc o.<C'^»«.i v/i uf.o uf out iiCatc's resources 

/ 1 Jcvi'lopment of cororHinity alton^.»( U*t ,< , 'iUv Con-nonwealch of 

f ^ r\--wcky woul»i ht very apprcci.'llvc o' whiiicvor help could bo 

p..ividod by /oar con7nicte<* to in this, endpavor. Thank you. 

Sincerely, 



Edward R. SVarnulis, Ph.D. 
Dlceccor 

Division for Coiranunicy Services 
for Mencul Retardation 
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In the cluvcn months uf the Hrowii Admiiih.trution ih.u I 
iSavc served as Secretary of the Ucpjrtnunt for Human Resources » 
no one issue has been ns complex or as emotional as various 
tspucts of .our Mental KctJvdatiba programs. Withm this higlily 
triticsl «rea, the largest single issue has beeji whether or not 
to rebuild the Outwood institution in Dawson Springs* At ihc 
sane tiK«, Kentucky is far away fron haviny an adequate vom* 
nunity based program in eucii city and county in the Comoonwealth 
for our forgotten jnentally retarded children and adults. 1 
have frequently talked about the need for all of us to rapidly 
develop a progran at the local community level for what 1 hnve 
frequently called "our new neighbors*'- -those who have been largely 
iorgotten, almost always misunderstood, and for whom we have done 
too little. Wc are trying to restoicture our systems to rectify 
this oversight. ^ I 'have recruited new wunagers m our retardation 
pro grans . The Governor has flown with ne and inspected our 
institutions. The issue is if wc continue to devote the a;ijority 
u£ our tine to institutional prograns or to the imnedi.-ite develop* 
i.cnt of our vitally needed coanunity prot'rams. The issue, however, 
IS not as siaple as that. While we move to conrtunity prograus 
i'or mentally retarded pcisons, wc desperately need to reform ' 
ur institutions, to alter their raission, to pr\.>fide tenp(»rary 
facilities, to actively and expeditiously novc to comRunity pro- 
rrans* Simply put, the issue of whether or not to rebuUd Outwood 
IS not an "eithcr-or" decision, l»ut * "hoth-and** i^no. 

Many of our retarded citizens 1 iv« at home with then parents 
•^r other family members. When a parent or loved one dies, there 
are no choices other then sending; one of our citizens to an insti- 
lution. There are not adequate supports to thorn in their hones 
.nd few coRBunity residential alternatives for them. Private 
lacilities are often beyond the cieans of a family's* resources or 
to our 'general fund resources* -even with Federal supports. The 
proRraa I un about to announce today is the culmination of many 
<aonths of intensive deliberation and of the HOst serious talks 
within the Administration « of Ions prayer and often agoniiing 
:oul searching\ Nothing has touLhed my heart so much as my visits 
10' our current institutions or to the handful of existing alter* 
i'ativcs we have in the cities and towns of Kentucky. 1 can tell 
you that the Governor was touched deeply by his involveaent in 
'his decision. The decision on Outwood is not so much (ho 
culmination of a problem but the beginning of a solution. If, 
.y the end of this Administration, we have begun to develop a 
* •w mental retardation ?ervice for **our new neighbors," t>Y time 
)n Frankfort will have been worth it -md we win have made some 
^mall progress xn our service to people « 

STATLHLN'1 

The Connonwealth of Kentucky will build five roidcnces for 
iO taentally retarded persons Kn n new program at the Outwood 
State Hospital \n Dawson Springs to replace the current f.iciUtv 
in Christian County. 
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The r.cw facility will focus upon cvuluation s<:rvtccai and a 
new respite care program tintl will hu .1 departure from trail it ional 
institutional services for mentally retarded citizens in Kentucky. 

The new progra'x will ru solve a throe -year deadlock ever 
whether to rebuild the Outwood facility, which involved a court 
^uit brought by the 'Kentucky Association for Kctarded CitUcns 
(KARC) dismissed earlier this year iind which sou}:ht coranunuy 
based services as opposed to institutional care for mental 1> 
.'etardod children and adults. 

The original rebuilding of Outwood called for an $11,$ 
nil lion effort to serve 176 people, the new plan calls for an 
expenditure .of $S.l million. Each ec\ttage will serve 16 persons 
and will cost an estinatcd $UZ»783 each. There will be two 
service buildings at $109,600 each and a Resident Life Center 
at an estimated $3*2 Aillion. Site mprovemcnt^ will cosl an 
estimated $681,000. and contingency factors will add $1,797,000 
to the pvoject. The new facility will offer a wider range of 
services for client needs. 

The ney replacement at Outwood will also De accoapanicd 
!>y pl4ns for the development of a major thrust, in confiunity*ba^ed 
progrias for mentally retarded persons throu}:hout the Comnunwcalth. 
ihere are currently 104,000 mentally retarded citizens in Kentucky 
of which only 1 ,702 arc currently in institutions-»l ,047 in 
:iublic Or state operated faciHties and OSS in private institutions 
ytT nursing homes. 

Over 98 Pe^r cent of Kentucky *s retarded cititcn^ are already 
in.the community, but there is a shortat>e of community-buscd 
nervic«s for the loentally retArded-«specifically group homes and 
other residential services. Omaha, Nebraska (with a pop^jlation 
of 500,000) offers over 250 rosidcnilal peaces run by an agenCy 
specializing in mental retardatAon. In contrast, Louisville (with 
a population of over 700iOUO) has only 22 residential places run 
)iy a specialized agency* 

The decision to build a small facility at- Outwood in Oawson 
Springs is not a decision in favor of institutional care for 
uentally retarded persons at the expense of ^ the rapid development 
uf community abased alf trnatives. Zt is a recognition that there 
IS a severe shortage of services for tKc severely disabled in 
*he Commonwealth and that funds for the facility have already 
been approved by the Kentucky General Assembly. 

A I7stematic program fcr ^'community alternatives'* for our 
r«ntally retarded citizens in Kentucky is currently being designed 
ly the 8ureau for Health Services in DHR under the direction of 
Dr. Edward Skarnulis, a nationally reCogr.lied leader in the fielU 
iscruited from Nebraska earlier this year.. Dr« Skarnulis is 
*^orking with KARC, and Kentucky network of locally based mental 
retardation programs and groups. The new comnunitybascd procraB 
•^xil be completed in its design ^tane my mid- 1981 and specific 
tundlng will be sought to support the plan, both from federal 
Jourccs and from the 1982 Kentucky General Assembly. 
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The new Outwood prograo i$ deStigned with several goals in 

1) to inprove institutional conditions for raentally 
retarded persons ; 

2) 10 move Kentucky to the forefront in the reforia of 
traditional institutional services; 

3) to avoid placcBent of individuals into msiitutions; 

<) help faailics avoid the Reed for placeaent wherever 
possible by providing then with necessary services or 
equipment ; 

S) to ao\e toward the active developaent of coaprehcnsive 
coaaunity-bascd progrsias. 

Institutions for nentally retarded persons offer son^e unique 
and intensive jacdical and social prograas, but they arc also 
expensive in that they duplicate sone resources already available 
at the coaaunity level — local hospitals and clinics, gynnasiuos. 
swiaaxng pools, school facilities, etc. asiu«s,. 



e 

ck 
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Re-integration of our aentally retarded r,eighbors into th 
aamstrata oi coaaunity life is made more difficult by the lac 
of aoveaent from an institution back to a coas^unlty setting, 
new Outwood facility is being designed to expedite and encourage 
deinstitutxonalxzation of these «entally\retarded persons. 

It is iaportant to note that no curre\t facilities offer 
24-hour, seven day a week treataont and training programs inside 
existing institutions.. , * ». 

The new conaunity-based program being" ini tiated will include 
a Coaaunity Support Systea . It will consist of an organised 
nctworlt oT^caring and responsible people coaaitttd to assisting 
a vulnerable population in meeting their individual needs and 
developing their potentials without being unnecessarily isolated 
or excluded fron the coaaunity. 

of iJi5i5I!!?"'*4?K'"PP°".'y*^" ^'^^^ '^'^v'^ * population consisting 
of individuals with & i^erslstent disorder that seriously impairs 
their functioning in unassisted daily living situations, "'in normal 
employment, or in personal or living situations--but for whoa a 
long'tera, 24-hour care in an institution, hospital or nursing 
home would either be unnecessary or inappropriate. It may demon- 
strate* as some other states have, t^hat we have undorestiaated 
wnat can be done for even severely handicapped individuals given 
adequate coaaunity resources. Ke aay be surprised at how fSr 
people can grow and develop. 

ro rfi?!I!«Sfi^^^ f^^* cottages at the new Outwood would be dedicated 
to tflagnostic'and evaluation of people. A new prograa will identify 
specific needs of each person anS design both a «?re«ivc plaS and 
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, . Individuals wouia remain in the diaunostic 
.-. specific Pl»"«9^^;. ,'"''i^i'-"a L briuf-as two weeks and nop to 
.-aa ev«iV»"°" of residences in tk^ aew - 

V::^^^'^^ wtir^'e '^l^. XA^i^Ui. the eva.ua.lon unu. 

A- second of the five . e=. idei.c.-. at the "«■•« "^"""^ 
)eVot5d"to°?cspitc care. Ihe [.^J-^^^SnSfy o? loll based 

•upervised 1 ivinc environnc.it for "^^-^'^ilins require to 



>c away *.w — . 

\'Q for a two -week perioU. 



The three rcn.aininj: .residences^ will be for^i^ 
ood for Ions 

unity place: 

;icnt and women. 



Arrhir^rt^ will complctc the final drawings of the new 
Octwo^r^P ^n=LV 1 c/t step win^ X 

[Zt :rSSrir- sprin.'or".»l'nJ'l:Jlual construction could \ 
V' completed by nid*1982. 

■ihere aTe currently 2dO individuals at Outwood. Whm con- 
.letei^rFrorU^to l7S%erson^^ 

\^;rtnS"tlonS 'netw ■ ^^li^vflf^ni^Jr! eJ;; task. The following 
!ctUn plan IS something we will bcuiu worKinfi on. 



ACTION PLAN 



n Plans for appropriate conununity placements will benin 
^ iniSediatcly. The longer we delay, the more traumatic 
such relocations will bc^.-ome. 

2) Wc will inmediately'begiu !l;%l["fil^':%oi Id 

yesid.Mits of Outwood to (Icturnine which families 
b"iiilin2 to r:ccpt their sons or daughters home, fix vcn 
nccci->ar? resourced nnd support. The rule of thunb would 
Sc KarXo £renor support can be Pr-y <iod than 
be provided usiuu existiuu IH^ aiemb $^0 per day) at 
Oatwo,>d. Such support would have to mclMlc a day 
program, iicdical assistant-.*, recreation, etc, ^^^^^y 
?ontv ctvi^ a group like the Kentucky Association for 
RcTi ed Citizens to\N»list iheir.aid in maKxng such 
coaticts and conductinu such interviews to parents of 
the rosidrats at Outwood. 

51 A t-^up.! of trained staff from the Division for Mental 
Retardation will be assijjn-jd to immediately begin 
evaluation* of residents at facilities, for the 
purpose enco\iraginfi coninUMty placement pUr.s where 
' rejidciits arc not bex«n moved. Any vacancies created 
by these moves would be filled by Outwood residents. 
AU existing conmunity rcbiJcntial resources will be 
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earmarked for occupancy cither by.Outwood resident^ of 
residents of one of the other facilties. Vacancies 
created by movement o£ other facility residents into 
thesf community residences would be earmarked for 
Outwooil residents, , 

4) Community jroups that have indicnted their wiUinnness 
to support the deinstitutionalization program will be 
contacted immediately and given specific instructions 
on how they can he helpful. Specifically, a croup 
calling themselves supporters for Outwood deinstitu- 
tionalization has been formed in Louisville and 
have agreed to move no fewer than two persons per 
month out of that facilit/. The Seven Counties MII-MR 
agency has accepted a grant of $S0,000 for novino *» 
three children from institutional settings into thciV 
conaunity, demonstrating that children that are the 
most $«tverely or profoundly retarded can be served 
adequately xn a community environment. These three 

T J haC*'?^-1 ^k'' ^^'^ llaJelwood. 

llll ^^""^ "^^^ "'^^''^ 20 more as sooi, as we 

Ciyc them the money. We have received assurances from 
col eagucs in the academic community at the uSJ^ersi?? 
of Kentucky, Department of Special Education, that hey 
will do whatever is necessary to provide us with ^ 
5!rv programmatic expertise. This would be 

very helpful m training community employees for service 
Ail rll SV^^^^^^y interviewing a gentleinSn 

fJnf.. °^ MichiBon who helped to develop that 

mlSirL^S'L^'°^::-"^^V* Title XlX^egulations M 
migni lead to continuation funding for any residential 

who would be willing to l.elp us to develop « s?ate p?Sn 
S[tcri^??v::^'f """unity res Social 

fiic C«rr » P"lod of three to 

M^n?.? J^': ""Vision for Coranunity Services for 

to H^L?^"'"''"""-"" P""^^^' ^he expertise "wssSry 
fPP"?"'"? standards for connunlty prosrims 
cJtiidL "sociations for regarded 

sicl. can ensure r.ore Uian adequate monitoring of 

of^^.nXf ?J* " ""oal to note that the Jispersal 

of people throughout ccnm.nities necessitates development 
?ha? SnJ^oroSen?*"'"" ^V"i<>= "onitoring conponCnw 

ImL.'^ 5 Proi:>an«,atic deterioration and the ri<;i 
HoweSeJ ?t standards. 
However it ij also signific.int to note the visibility 

°d SJ'h^^""'"^"'^^" then guch mSr? i kc y L 

be spotted when abuse or neglect orrurs. This has been 
a^hi.torical problen with ifolateS' ^nsJitulJonal^nvr^Sn- 
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6) One of the tuiidcncies is to view duins titutionalization 
as un all or iiothinj; i)rojiosi tion. If wc break the 
challenge down into component parts, however, it is 
far less overwhelming. For example, iC each compre- 

h nsive care center were willing to establish two 
residential places per Month for one year, a commitment 
already nade in Louisville, we would be serving* all .276 
Outwood residents in the community at the end of nine 
months. Another example: The Macomb-Oakland Regional j 
Center in Michigan created places for 700 people in five 
years. In eastern Nebraska, a division Dr. Ed Skarnulis 
administered, created 110 new places for institutional 
and conaunity residents in six months. 

< 

7) ClcaViy the techology is available to deinstitu- 
tionalize Outwood. 

8) Use of existing housing (the time lag in building 
new residences can be as much as a year or more) 
must be a priority. 

9) We ni^ht have to consider noving people into homes 
that accommodate no more than one, two or three indi* 
viduals witl handicaps. This is necessary if we are 
to cut down the tine requirement for group licensing, 
certificate of need, fire marshal requirements, and 
zoning requirements. I f we are required to go through 
those mechanisms we will be delaying nine months to a 
year jnd a half the opening of any single residence. 

10) Excet>t for group homes, our objective will be use 
housing provided by the residential employee.. Displaced 
homemakers, professional people who are employed in other 
jobs, and graduate students are all candidates for employ- 
ment as trained professional staff. Many of these people 
would never be willing to stay away from their own homes 
arid spend evenings or weekends or holidays in agency- 
owned residences. 

11) The use of private resideuccs, not agency owned, also 
reduces the potential for neighborhood reaction and 
opposition. Since no zoning exceptions are being 
requested, since the people providing the service are 
well known to their neighbors, and since such a method 
of service provision is viewed by others as temporary 
the opposition is reduced and the likelihood of the 
persons return home .is increased. 

12) We nu5t avoid the dangers of traititional foster home 
placement^ and this essentially has to be done in the 
recruitment and selection of personnel, paying them 
professional levels of wa^es, and insisting that they 
comport themselves uS professionals nnd that they 
engage in an on-going in-servite <;ducation training 
prograrr.. 
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13) ^ The natural parents, vhenever possible, will^ be intiv- 

aately involved in every phase of this residential 
placement. They wil} help to recruit, to screen, and 
in some cases (where services are provided in their 

own homes) may even be involved in signing the pay- • 
check and supervising the person hired. 

14) All residences are disperscti widely and therefore need 
"monitoring". For this purpose an assistant residential 

manager will be hired for every cluster (approximately * 

six to twelve residences) ml it is the job of this 

assistant manager to personally monitor and evaluate 

each of the residences on an on>going basis. As noted 

earlier, a contract with tho- local parent association 

for retarded citizens could also provide such safeguards. 



(1) fiuJifXd a new type of structure for a new progrart\ at Dawson 
Springs. This construction effort will have 80 beds total. 

16 beds for diagnostic studies 
16 beds for respite care 
48 beds for chronically ill 

The proposed structure would cost approximately 8.1 million 
dollars. ^ 

(7) Second aspect of decision is to begin to develop a major 
thrust in community-based programs for mentally retarded 
children and adults. A systematic program for community 
alternatives is now being developed in Health Services. 
The plan will avoid inappropriate or ill-plunned mass 
^ releases. 



SUR^IARY OF DliCISIONS 




Mr. Nerney. Senator, I would like to add one comment with 
regard to some facts and figures that don't appear to be too clear. 
The number of persons in institutions in the State of Connecticut 
for mentally retarded persons is approximately 3,000. It does not 
include any of the folks that happen to be in nursing homes. We 
have counted approximately 1,000 mentally retarded persons at 
skilled nursing facilities, general ICF's and homes for the aged. 

In addition, we do have the facts, figures, and costs per capita of 
the portion of the budget that the Department of Mental Retarda- 
tion spends on community i)rograms, institutional programs, and 
we would be happy to provide all that data to your committee. 

Senator Weicker. Fine. Thank you very much. 

I want to thank all those who have taken the time to express 
themselves here today. The committee will recess until 10 o'clock 
tomorrovv, but I personally want to say that I think I have heard 
an intelligent, reasoned discussion of a very tough subject. To my 
way of thinking, it can only mean that after all is said and done, 
we are going to be working together and not apart. 

I think it must be obvious that we each fight for what we believe 
in. Certainly, there is more goodness in this room than anybody 
could possibly calculate. Now, let's, for God sakes, use our heads to 
make it come out right. 

The committee will stand in recess until 10 o'clock tomorrow 
morning. 

[Whereupon, at 4:10 p.m. the subcommittee recessed, to recon- 
vene at 10 a.m., Wednesday, April 15, 1981.] 
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CARE FOR THE RETARDED, 1981 



WEDNESDAY, APRIL 15, 1981 

U.S. Senate, 

. , Subcommittee ON THE Handicapped; - ~ 

Committee on Labor and Human Resources, 

Hartford, Conn. 

The subcommittee met, pursuant to recess, in the Senate Cham- 
ber, State Capitol, Hartford, Conn., Senator Lowell Weicker, (chair- 
man of the suDCommittee) presiding. 

Present: Senator Weicker^ 

Senator Weicker. The Senate Subcommittee on the Handicapped 
will reconvene its hearings. We have a great number of witnesses 
this morning. I would only like to remark at the outset so it would 
save both you and I embarrassment, that I would appreciate it if 
each witness wo"ld, restrict themselves to the 10 minutes alloted in 
order that everybody might be heard. 

•It is my intention to have as many people express themselves on 
this matter of deep concern to each one of us without in any way 
trying to restrict a complete exchange of views. I think that can 
best be achieved if we try to remain within the time restraints that 
I have indicated. 

Our first witness will be Dr. Fierri, the chairman of the Gover- 
nor's Council on the Mentally Retarded. Dr. Fierri, welcome. 

STATEMENT OF DR FIERRI, CHAIRMAN, GOVERNOR'S COUNCIL 
ON THE MENTALLY RETARDED, STATE OF CONNECTICUT 
Dr. Fierri. Thank you. 

Senator Weicker, and members of your staff and committee, L 
appreciate the opportunity to express myself. Having spent some 
time with your staff members this past winter, they are very 
efficient and I am glad to have their interest. 

I have been asked today to comment as a parent and as a 

.member of the statewide Council on Mental Retardation, and I 

would like to add to that on my own, as a dentist of 30 years in 
practice and somewhat of gn 'expert iji the rendering of care medi- 
cally and dentally In the community, T would like to touch on that 
as something that might be underemphasized during these hear- 
ings or possibly overlooked, so I will add that to it. 

First, as a parent, I would like to be as brief as possible because 
no matter how superficially you would get into the description of 
this area we would have great trouble in not personaliz.ng it in 
some way. 

I have a 22-year-old son who is a moderately retarded boy. He 
has been through a private sector facility, then in the State system 
at the Hartford Regional Center. He later went into a training 
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home on campus there at the Hartford Regional and then eventual- 
ly into a group home and when he ran out of educational time, I 
was called one day and it was suggested to rne that he be sent 
down to the Mystic Oral School in a new program that would 
emphasize vocational training for young adults and did I mind his 
going there. 

I said absolutely not. His maturation there has been very evi- 
dent. I am very, very pleased with it. So here is a boy going from a 
group home into a larger setting for a specific purpose, and even 
though that facility was— later on, on the advice from an advocate 
group— to_no_t continue in .that larger setting, I can't help but think 
we have got to take a closer look at such programs. 

As a parent, I have been in the community, my community being 
Bristol, and very hardworking in their particular efforts to get 
community services in place have played a hard role there— and I 
have no one else to say it for me so I will have to say I have been 
fairly successful at getting great people and resources involved in 
that community, and so, in a few years we have taken giant steps 
forward and I have had the opportunity of dealing with the parents 
at that level. 

And as a council member, as have other council membere, have 
received many calls from many parents so that our sensitivity to 
the poignancy of this problem is pretty acute. We have to admit 
that, depending on who you are talking to, with a parent that 
certainly you are trying to impress them witii your views. It pays 
to be the last person to talk to them because the poor things are at 
the mercy of their fears, and I include myself in that category, and 
it is very hard to keep from thinking of the worse things rather 
than ignore positive things, so we have to keep all that in mind 
when we try to describe things from the standpoint of the parent 

One of the things I am beginning to bristle at after 10 years of 
direct involvement from the' council level, is the fact that none of 
us are professional in the view of some of the hierarchy in all of 
the segments of the advocacy groups and of the professionals. We 
are supposed to be too emotional, we can't be objective, and it was 
the late Governor Grasso that, pointed out to me when I was 
describing to her at one point the possibility of changing the com- 
position of the council to include maybe younger and more profes- 
sionally oriented council-members and she wondered why. 

She said, doesn't the parent component in there, having brought 
people up und^ir trying circumstances have anything to offer? We 
are not that complicated, are we, and So forth. So that, you see, you 
have these various viewpoints ^ to what a parent's role is, and so 
forth. •> 

We are,, unfortunately, in one of the most crushing areas that 
any parent can find themselves in. So we have to apologize for that 
system of pressures and emotions. 

In dealing with my community groups I find that no matter how 
much work you do in the community, if you get a label for being 
an institutional person they are quick to remind you of that, which 
is what I want to direct myself to now, speaking, let's say, from the 
standpoint of a council member for 10 years and its chairman for 8 
years. - , 
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I have been a chairman under the original MeskilL administra- 
tion that put me on the council and subsequently under Governor 
Grasso's term and a half and now under this present administra- 
tion. It got me directly involved in the governmental process. 

So often as I describe the dilemma that we find ourselves in to 
the various advocates I will find some very intelligent and well- 
meaning people say, "Well, you know, that is all political stuff and 
it is very nice but we have got to get down to the real things, the 
philosophies of these things", 

I have to say I don't agree with that at all. It is insulting to hear 
someone say that to me because I am politically oriented and I feel 
that when we have to deal with a process with elected officials, and 
with revenues and with limits of our resources we have to take into 
account the other areas of life. 

I don't like to talk about human services. Let's talk about the * 
areas of life that everyone needs resources for, and we have to be 
careful that we don't end up with an image of grasping clutching 
^kinds of people, so I consider the person who has the best of 
intentions who has just said this to me, and I say, I understand 
him but he doesn't understand me^ so we go on from there. 

The council, when I arrived, the agency, rather, had a budget of 
about $26 million and today we are over $90 million, so I have been 
aware of what it has taken to move this along in a very competi- 
tive area. As a former member of our legislature I am sure you 
recall the enormous efforts ma'ie to get this system in place. 

^Ve feel that every gain made has been hard worked for and 
certainly^earned and here we are now approached $100 million, 
and when anybody says to me that we shouldn't be political, .or 
whatever semantics used in there, I just have to say that they are 
the naive people and we do have to consider the dilemmas we get 
into economically and respond to them in the best possible manner. 

The matter of working toward a solution of the various view- 
points in this very complex area leaves— I am sure the, end of all 
this there will be no clear cut picture because there is just no way 
that anyone can be expected to convince the other end of the 
spectrum that everything is fine up here, just come up to. this end 
or that end. 

In the early seventies we had the problem as council members of 
going out, literally by ourselves, to convince the training school 
pareat associations there was nothing out there in the community 
they should be fearful of, that we should move as many people who 
belong out there as possible and not move those that we thought at 
the time weren't appropriate. 

So, we had that experience in the^arly seventies when we had to 
get in there and do some hard fighting. At that time the great 
concerns of the advocate groups were that there would be proper 
staffing ratios in place, that there were not to be 10, 15 of 20 
clients for 1 aide, and so forth. These ratios had to be down to 
^where they were reasonable and good. 

And that was the big battle at that time. So our efforts to get 
people ih the community were overshadowed by such things. We 
had to get in and do some hard fighting and we were not appreciat- 
ed by the training school parents at that time. 
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They were also advocating that there is nothing wrong with 
being big, big is good. Now we have the other end, we have small- 
ness is good and maybe it is the only good, so that after 10 years of 
this the only thing I can think of on some days is that old expres- 
sion that old general sweeping statements are false, including the 
one that I just made, and that is the situation we find ourselves- in. 

How we can find the resource to get everything done and keep 
everybody happy in some degree, a contentment to these parents 
and give the best possible aide and programing to the retarded 
individual. Along the way, the deep emotional investment that 
people niake in their early positions has to be looked at. 

They have become so solidified to that early position that they 
find great difficulty in moving away from that at a time that would 
best serve the interest of the retarded if we would all take a look at 
what we said originally and see whether or not— I think everybody 
says things every day that they wish they hadn't said— and be able 
to come back and say, *'Well, I was wrong here or there and let*s 
take another look.'' 

It doesn't seem to be taking place. It seems that the end in many 
cases justifies the means. In other words, I have heard experts 
from my neighboring State at one point a few years ago make a 
statement that maybe we would have to sacrifice the care of the 
Institutional people for one generation to obtain the desired result 
in the community. 

That is a form of the end justifying the means. I heard that 
maybe we can't do thus and thus because it would affect the 
outcome of litigation and that is baloney as far as I am concerned 
because, again, that is the end justifying the means. We are going 
to have to put an end to anything that takes that kind of direction. 
The realistic motives that we ought to be trying to inspect right 
down the line and doing a good bit of analysis has to take place. 

These are the kinds of things that the council has, with its 
composition of about half the members being parents and the other 
half being very interested people, come up with. 

Along the way the matter that I mentioned earlier of dentistry 
and medicine and the need for a good system to be in place for 
these people. I think a few minutes should be spent on that. 

I have been practicing dentistry for 30 years. I know the difficul- 
ties inv. ved and there are some great people practicing dentistry 
that "a labor of love" is all you can describe it to be to whure this 
very kind of work emotionally and physically is done to people that 
truly don't understand everything that is happening to them. 

So that the notion that it can be done better this way and that 
way on a service that is present in everybody; a look has to.be 
taken at the sustained service in a community is what we would 
like to see. But I find, as a practitioner with several men in my 
office, that I have forced them to do work on people that after an 
hour of real struggle by good qualified specialists in the area, with 
the title XIX fee structures being as low as they are, we simply lost 
the dentists and certainly not the client along the way. 

Medically speaking, I have been a director of the Bristol Hospital 
for l&)^ears and I had to finally go into the staff, as a member of 
the execxitive committee, and insist that they find 1 person in that 
100 people t^at service that hospital, that would take the time to 
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go out there and officially be responsible for the care of these 
people, and I had to apply great pressure to get that person. 

I am not saying it can't be done. It can be done and it can be 
pointed to. There are great people like Dr. Tannenbaum, who is 
just marvelous at this sort of thing. There are great people who 
have tried this for a period of time but on a sustained basis, it is a 
very difficult thing to come by. 

So I don't have an answer there but I think it should be remem- 
bered that these services are essential to everybody. They are very 
painful without them and they are painful with them. They have 
got to be provided for and fees have to be put up that can allow 
service to be rendered. 

With that background I just want to say there are no simple 
solutions to this whole problem except that we have to be ready to 
reconsider our positions. 

With that, I realize your time is 

Senator Weicker, Thank you. Not my time, everybody's time. 
But, Dr. Fierri, thank you very much for a very expert and person- 
al testimony. 

Is there anybody that knows of somebody in the room liiat is 
either deaf or hearing impaired that would like to have the serv- 
ices of an interpreter at this time? 

[No response.] 

Our next witness is Dan Reinhardsen, a parent representing the 
Development Disabilities Council, It is nice to have you here, 

STATEMENT OF DAN REINHARDSEN, CHAIRMAN, ADVOCACY 
COMMITTEE, GOVERNOR'S COUNCIL FOR THE DEVELOPMEN- 
TALLY DISABLED 

Mf. JReinhardsen. Thank you, Senator, Mr, Doyle. I am here 
today representing the Governor's Council for the Developmentally 
Disabled for which I serve as chairman of the Advocacy Commit- 
tee, I am also here as a parent of a 29-year-old retarded son. 

Before stating my position. Senator, I would like to publicly 
thank you for your efforts to retain Federal funding for the handi- 
capped population, I am sure that in these days of economic 
crunches this has not been easy. The pressures have been great but 
your support is appreciated and applauded by all the parents of the 
handicapped. 

Senator Weicker. Thank you very much, 

Mr. Reinhardsen. I appreciate the opportunity of appearing 
before you today because, like you, I am deeply concerned a&out 
the litigation brought by the Connecticut Association for Retarded 
Citizens and other organizations against the department of mental 
retardation. 

The basis, very simply, of this litigation is the question of 
, deinstitutionalization. There is no question that many, if not most, 
.of the handicapped persons now residing in our large State institu- 
tions, namely Mansfield and Southbury, could be better served in 
small community-based homes. 

My own son, for a short time, was a resident of Mansfield. He 
also resided,* again for a short time, ^t Seaside Regional Center. At 
the present, he is a resident of a community-based home for five 
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handicapped persons, operated by a private association, the Shore- 
line Association for Retarded and Handicapped. 

To say that his life today is better than when he resided in an 
institution is a great understatement. He is able to ei^oy a full and 
productive life with dignity. He is able to participate in local social 
and recreational programs which enrich his life and many other 
handicapped persons are eiyoying these same advantages in group 
homes throughout our State and many more now in institutions 
should be enjoying these opportunities. 

^ .There can be little argument that deinstitutionalization is neces- 
sax7 and most desirable. At the same time, however, there are a 
number of parents of severely handicapped that believe sincerely 
that their handicapped children are better served in an institution- 
al setting. , ^ 

Parents of these handicapped are very concerned that the cur- 
rent litigati<wi, if successful, will eventually close down our large 
institutions. Members of the Governor's Council, which I have had 
the privilege of serving on for*a number of years, are sympati^etic 
to both sides of the litigation. .r 

Representatives of both CARC, via local ARC's and the depart- 
ment serve on the council. The council has tried to maintain a 
neutral position in the hopes that it might serve as the catalyst to 
bring parties together to settle these problems in the best interest 
of the population that they both serve. 

Unfortunately, we have not been successful in this attempt and 
it is for this rr ^dn that I appear before you today. Both CARC and 
the dep^/tmeiu of mental retardation are composed of many dedi- 
catted individuals with similar goals. Their primary objective^, I am 
sure, vs to provide the finest program and life styles for the handi- 
cappea of our State. 

However, the present litigation is creating barriers to this objec- 
tive and the ones who suffer the most are the very ones that we 
are trying to serve. Communication between both parties have 
almost completely broken down. A large amount of time, energy, 
talent and money is being spent developing a case for or e^gainst 
the litigation. 

Staff members of the institutions cannot properly do their jobs 
when so much of their time must be devoted to prepare a defense. 
CARC staff, I am sure, is devoting so much time to litigation that 
other programs must suffer. ' 

By commg before you today on behalf of the council. Senator, it 
is Qur sincere hope that some way can be found to bring the parties 
involved together, to sit down as reasonable individuals and to 
work out a solution which will best serve al! of our handicapped 
citizens. 

For an example, one area where CARC and the State might have 
worked together to overcome their differences would have been the 
completion of Project Habitats. Project Habitats was a statewide 
survey undertaken by CARC in May of 1979, and stopped when 
CETA funds were withdrawn in October of 1980. 

This project would have determined the number of handicapped 
persons residing in the State and enumerated them by type of 
disability. Additionally, the study would have measured their pro- 
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gram needs, would have developed the programs that are currently 
available in the State. 

This study, if completed, would have given the State and private 
agencies a reliable data base upon which to plan housing programs 
for the handicapped persons and to target financial resources for 
them. 

Some allocation of funds must be made to allow everyone the 
opportunity to have the program and the life style best suited for 
them. A lengthy and expensive lawsuit need not be our only alter- 
native, and I assure you that the council stands ready to assist in 
every possible way. 

For just a moment. Senator, I would like to speak not as a 
representative of the DD Council but simply as a parent. For 29 
years my wife and I have experienced the frustrations of many 
parents of handicapped children. We were told years ago that our 
son could not make it in normal society. 

And yet, we have had the thrill of seeing Steve grow and mature. 
We have seen the joy that he brings to all that come in contact 
with him, particularly his family. He has taught us a great lesson, 
that handicapped people Can lead a productive life and contribute 
to their community and, most important, can. give love without 
hesitation. 

Through the" years in working with the handicapped we have 
learned the true meaning of compassion, of patience and of pleas- 
ure in simple things. Before education became mandatory in this 
State and school systems, by and large, rejected the idea of special 
classes, I can remember well the spirit of cooperation in my own 
town of Guilford when parents and educators sat together and 
decided that handicapped children had the right to an education. 

We didn't need arbitration or a court case to make this possible 
and, frankly, I don*t think we need it now. We should learn from 
our handicapped the importance of working together. There are no 
religious, wealth or color lines in the minds of the handicapped. 

Rich or poor, white or black, Jew or Christian, we have seen the 
handicapped working and playing together and eryoying it more. 
At a public l?each some years ago where we had taken our son for a 
swim we overheard some people say, **Why do they bring that child 
here?" I don't think that would happen today with the educational 
programs that have been developed in this State. 

Some say we should have gone further. I am sure we should 
have. But we have come a long way. We must not let all the 
progress that has been made in Connecticut be sidetracked by 
different groups working against one another instead of cooperat- 
ing and striving toward our common dream. 

Thank you very much for the opportunity of presenting the 
councirs and my own personal views. 

Senator Wkickku. Thank you very much, Dan, for a very eloquent 
statement. ^ 

I have given additional thought, even as I drove home late^ast 
night back to Mvstic, as to what can be done and I can only assure 
you that even after these hearings close down it is my intention to 
maintain contact with your groups and individuals involved to see 
that we can arrive at a conclusion of this matter in a way that is 
satisfactory, maybe not 100 percent satisfactory to everybody. 



116 



As I learned when I started out my law career in Greenwich, 
Conn, in talking to an elder jurist one time, he turned to me and 
said, "Lowell, a good decision is one that leaves everybody a little 
bit unhappy." I think that is probably the way it goes. 

But I do know this: It is going to really be a very difficult fight to 
obtain the necessary resources to help all those that are involved 
in this controversy m today's climate. And I am not so sure— and I 
say this to all my friends in the room that appeared yesterday and 
that are appearing here today— that I intend to expend that kind 
of personal energy and political capital if after we achieve that 
goal everyliody is going to squabble about what it is that has been 
attained ih the way of funding. 

Maybe it is that we are going to have to arrive at some sort of a 
legislative resolution of this matter in terms of where the money 
goes. I hope that .wouldn't be the case. But I think you have 
correctly pointed out that in a time of limit'Hi resources, especially 
monetary, a great deal of money has been expended already in this 
problem, which would have been far better spent in a positive 
effort toward the young and old men and women involved. 

That isn't to &ay that litigation isn't a proper avenue. I am a 
lawyer. Sometimes it takes that to get people off their backside. I 
have no criticism in that regard. But I don't think that this is a 
matter that can be better settled in the courts than can be settled 
by reasonable men and women either in the matter of personal 
contact or in the legislative context. 

Those decisions are tailored by the many far better than one 
man or one woman who sits in judgment on all of us, especially 
when that one man or one wqman probably doesn't have that 
personal experience that almost everybody that has appeared here 
has had in addition to their professional expertise. 

Again, I commend you not only for your statement but for your 
efforts, and I want to say to those that did testify yesterday that 
you gave me a whale of an education. I think, if anything, I came 
into these hearings slightly tilted against the stance of those who 
testified yesterday afternoon and I can tell you honestly that I 
came away from yesterday afternoon with a greater appreciation of 
•their point of view. 

But I can't appreciate, because of Jhe circumstances of the time, 
a squabble that goes^on ad infinitum, and I think we all feel the 
same way. So, thanlc you very much, Mr. Reinhardsen. 

Mr. Reinhardse^. Thank you, Senator. 

Senator Weicker. Is Senator Rogers in the room? 

Senator Rogers has been delayed so we now have Mr. and Mrs. 
Mario Janazzo, is that right? Dial pronounce that correctly? 

Mr. Janazzo. Marco. ; 



Senator Weicker. Marco Janazzo. I apolog^. Believe me, nobody 
gets their name mispronounced more than Fdo, so I have a great 
deal of appreciation for the fact of pronouncing other people's 
names correctly. 

Mr. and Mrs. Janazzo are both parents, gather, of a child m 
Southbury. K ^ 

Mr. Janazzo. Yes. 

Senator Weicker, The committee will be deMghted to hear from 
you. Go right ahead. \ 
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STATEMENT OF MR AND MjRS. MARCO JANAZZO, PARENTS, 
. y SOUTHBURY, CONN. 

/ Mrs. Janazzo. 1 will speak first. Senator. 

Senator Weicker, my name is Fanny Janazzo, I am President of 
Parents and Friends of Connecticut Retarded Citizens, Inc. This 
parent organization was formed because of the suit against the 
State of Connecticut by Connecticut Association foif Retarded Citi- 
zens and its other plaintiffs regarding deinstitutionalization of 
Mansfield and similar institutions. 

CARC and its other plaintiffs do not represent the majority of 
the parents for the well being of all retarded citizens by placing all 
classes of the retarded, into group family type homes within the 
community. 

The organization I represent believes that there is a certain 
percentage that can live in a community type environment but 
State-operated facilities, such as Mansfield and Southbury are 
^ needed to care for the retardates, which deinstitutionalization 
would be detrimental to their safety and well being. 

The national policy of deinstitutionalization has affected the 
mental health services by stopping improvements and/or growth in 
institutions, stopped hiring very badly needed personnel for the 
care and education of the retarded, stopped instituting new pro- 
grams and thousands of dollars spent on lawsuits. 

The severely and profoundly retarded need constant attention, 
care and direction. Their best care is in an institution where they 
have around-the^lock care and continuity of care. 

All facilities are provided for them ^on the grounds; medical, 
educational and recreational. Their surroundings 'are always the 
same so that they do not have to make any adjustments. They are 
not frightened or frustrated. It is a safe and happy environment for 
them. * 

The institution is their community, not the community where 
even the normal can't cope. All the insitutionalized retarded came 
from. the community. They could not make it into the community, 
our Community. Parents with normal children are allowed the 
privilege of deciding whether to «end their child to a boarding 
school, private school, or public school. Why can't the retarded 
child s parents have the input aslto where they want their chil- 
dren? 

The nrityority of the parents whose children are in institutions 
would like to have them upgraded, mak'e them modern, decent,, 
progressive, healthy, well equipped and staffed. Build up their > 
community where they can live iw luxury for their needs by their 
standards, not our standards. . I 

Their needs and wants are not like the normal. If they could ' 
have remained in the community not one parent would have expe- 
rienced the pain and a#ny of placing their child in an institution. 
They will never be adults, even thojugh they get to be 100 years old. 

Mainstreaming is wishful thinkii|ig and to place the severely and 
profoundly retarded in the community is cruel. Anyone who has a 
severely and profoundly retarded [child suffers the accompanying 
agony of knowing that that child is a misfit in society geared for 
normal people. j ^ • • 
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Senator Weicker, I am a mother of a Downs Syndrome 22-year- 
old severely and profoundly retarded child, my only child. I placed 
my son James at the Southbury IVaining School when he was 16 
years of age. He attended a day care and then attended the Gen- 
gras Center for Exceptional Children for 11^2 years, one of the 
finer schools in Connecticut. 

I tried to socialize him by keeping him out in the open, taking 
him everywhere. He was riever, ever closeted. However, that is not 
to say that society has accepted him. It hasn't. So-called society has 
'•spurned hirri, stared at him, laughed at him and been frightened of 
him, among oUier things. 

My son, with the mentality of a 2-yearold does not know enough 
to cover himself when cold, not able to turn on a faucet to get 
water and, as a matter of fact, does not even know he is thirsty or 
sick. A group home will only .lead to frustration, unhappiness, 
sickness and eventual death for him. 

The severely and profoundly retardates need the four sheltered 
,walls that now house theni and to destroy the concept of institu- 
tions is to destroy the retardates themselves. * 

•Senator Weicker, may I add, on Thursday, April 9, 1981, 1 attend- 
ed a human, rights meeting at the Southbury Training School to 
hear their guest speaker, a doctor from St. Francis Hospital in 
Hartford: 

He stated that two mildly retarded people were scheduled to 
have medical treatment where anesthesia was required. The doc- 
tors waited and waited. These people are living in a group home 
and whoever drove them to the hospital left them off at the front 
door. They finally were found wandering on the grounds. The 
doctors couldn't work on them because they didn't know whether 
they had breakfast, medication and so forth. 

What .1 would like to point out. Senator, is what if these people 
were severely or profoundly retarded, like my son? 

Thank you very much. Senator. 

Senator Weicker. Thank you very much. 

Mr. Janazzo. I might run a minute or so over. Senator. 

Senator Weicker, I sincerely thank you for the opportunity to 
make this statement. My name is Marco Janazzo and I speak to 
you today in a twofold capacity. I speak for my 22-year-old son, 
Jimmy, whose home away from home has been the Southbury 
Training School for the past 6 years, and I speak in my capacity as 
the president of the Southbury Training School Home and School 
Association* 

The association is now in its fourth decade of service. In this 
capacity, I represent an association of parents, relatives and friends 
deeply concerned about and deeply involved with the 1,300 mental- 
ly retarded citizens of the Southbury Training School. Our feelings 
go deep. Our feelings are honest. Our convictions have a solid 
foundation of many, many years of experience. ^ 

Senator, we are not talking about children. Nine out of ten 
residents at the Southbury Training School are over the age of 21. 
Hundreds are over the^age of 40. Our children, now grown, have 
found a home at the Southbury Training School. They have found 
acceptance. They have found friends. They have found excitement. 
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They have found laughter. And, yes, because Southbury is rep' and 
fully human, they have found disappointment. 

That the training school is something less than perfect is hardly 
sufficient reason to condemn it. Very few of our children can 
adequately express themselves in words. Perhaps, most of all, they 
have experienced at Southbury a sense of their own worth, a sense 
of their own digriity. 

A full range of services must be made available for the 45,000 
retarded citizens in Connecticut. Any person who can prosper in a 
life in the community setting is entitled to that opportunity. Any 
person who could prosper in an institutional setting such as the 
Southbury Trainmg School is entitled to that opportunity. 

The institutions continue to be a vital, critical component in the 
continuum of care that our retarded citizens need, that continuum 
of care, which is their birthright. A popular phrase these days is 
'cost effective". We are led to believe that community programs 
will be cost effective as compared to the high cost of an institution- 
al program. 

We are light years away from resolving that particular problem. 

It is a complete fallacy to compare an institutional budget with a 
community program unless all of the services that an institution 
renders are also rendered in a community, personal, educational, 
recreational, medical, dental, social services and so forth. 

No -valid comparison can be made unless the comprehensive 
array of institutional services are made available in the community 
and the cost accounted for. A highly visible institutional budget 
cannot be compared with the costs that are far less visible because 
they will be spread out in a variety of service agencies. 
^ There is no inexpensive way to meet the needs of seriously 
handicapped people. At any rate, we, the parents of the citizens of 
the Southbury Training School ^re sure of one thing: Our children 
- are not up for sale: For the most part, the residents of the training 
school are severely and profoundly "retarded. 

Many are capable of learning the basic skills of living. They are 
capable of improving their behavior. They are capable of a happy 
life with appropriate supervision. They are very dependent people 
and they will be dependent people all their lives. 

If the needed services are to be duplicated in the community, 
contention abou£ cost will likely disappear. Senator, the issue is the 
person and what is best for him. I would like to conclude with two 
recommendations. I ask that you speak to the parents of the South- 
bury Training School and hear from them in their own words what 
they feel about the Southbury Training School and what it means 
in the lives of their children and in their lives. 

Second, I would ask that you visit the Southbury Training School 
and plan on spending several hours there, see with your own eyes, 
talk with the people yourself. And after you have visited the train- 
ing school and seen its strength and its weakness, you tell me, 
Senator, if the Southbury Training School has nothing to offer and 
that the Southbury Training School is not needed. 

Once again, when all is said and done, with all its good, with all 
its bad, the Southbury Training School, which is called an institu- 
tion, is itself a caring community. 

Thank you. 
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Senator Weicker. Thank you very much, Mr, Janazzo, 

I have, just as recently as a couple of days ago, been at South- 
bury for several hours, I also paid previous visits to it. Let me say 
this: I share much of the feeling you have expressed here today as 
to the quality of caie, the extent of the care that is giveji at 
Southbury, I also want to make clear to you that your experiences, 
as both of you have recounted them here this morning, are the best 
kind of testimony in the sense of your personal involv.ement, 

I also want to make clear that I think what we are trying to 
achieve is a continuum of ca^e to make sure that the appropriate 
care is given each individual. |So I can assure you that I don't come 
into this with any prejudices, As a matter of fact, as I indicated 
earlier, if anything, I would 'say I started off the hearings with 
maybe a slight prejudice against those on the other side of the 
fencQ from you, | 

But I think as everybody speaks their heart and their mind, it 
becomes clear there is a very tight knot here. There has to, and I 
underline "has to,** be a way out of it. I think that way is far better 
achieved as among ourselves as in court. That much I do believe. 

Thank you very much. 

Mr, Janazzo. Senator, may I have 1 more minute, please? 
Senator Weicker, Sure, 

Mr, Janazzo, Yesterday, Senator, there was an expert here from 
the State of Massachusetts who talked about Hitler's 
deinstitutionalization and his method of dibpersing the problem 
and that was the gas chambers or whatever methods they had. 

Senator, I would like to know what is going on in the State of 
Massachusetts, I have here in my possession a document that 
states that in 1960 they had 10,096 residents in their institutions 
and in 1979, they had in the community 5,590, 
5 In front of U,S, District Judge Joseph L, Tauro in the Federal 
court they were only able to find 2,000; 3,590 of these retarded who 
were deinstitutionalized are lost. They have disappeared from the 
face of the Earth, 

And when asked what has happened to these people they said, 
they maybe starved to death, froze to death, died for lack of medi- 
cal attention, and so forth. Here is also the testimony of Professor 
Ricci, and I would like to readjust one little paragraph, if I may. 

This is Benjamin Ricci before Senator Bakman's committee, De- 
cember 3, 1979, "Deinstitutionalization is a convenient way to dis- 
perse the problem. The Department of Mental Health"— now that 
is a little different than Connecticut— "is bankrupt in leadership. 
Our next series of tragedies will involve those who just could not 
hack it on their own in the community, as some area directors are 
quick to point out that our cjients, meaning my son, and your 
daughter and r latives have a right to be murdered, to be raped," 
and then he goes on to say, "at long last there seems to be a 
constitutional amendment which is in order,*' 

Senator, I would like to leave this with you. It is the full docu- 
ment, I don't want to take any more time, but someone also men- 
tioned about the Alabama case. Here is the Alabama case. And the 
testimony here yesterday was not'fair and that is why the parents 
are angry. 
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We are angry because we are not represented by attorneys. We 
do not have the civil liberty, legal aid, Justice Department backing 
us up on this, 

Senator Weicker, As I said before, I think you have made a very 
• good presentation as to your feelings in the matter. Believe me, 

they carry just as much weight with the committee as those who 
testified yesterday. What I want to do is try to hear positively from 
^ both sides. 

You are just going to have to leave it up to the committee to try 
to weed out fact from fiction and go ahead and rely on those parts 
of the testimony that carry the most v/eight. But I did publicly 
compliment those that presented their case yesterday. I think they 
did it in a very positive sense. 

And, quite frankly, I think your testimony here today is a g^od 
beginning as Dan Reinhardson and Dr. Fierri present the other 
side of this matter. So let's leave it at that. Thank you very much, 

Mrs. Janazzo. Thank you. Senator. 

Mr. Janazzo, Thank you. 

Senator Weicker, Next we have Mr, and Mrs, Irving Sloan, also 
parents of two children at Southbury and aren't one or both of you 
the chairpersons of the parents organization? 

STATEMENT OF FRANCES SLOAN, OFFICER, SOUTHBURY 
TRAINING SCHOOL FOUNDATION AND PRESIDENT, CONGRESS 
OF^DVOCATES FOR THE RETARDED, AND IRVING SLOAN, 
PRESIDENT, SOUTHBURY TRAINING SCHOOL FOUNDATION 

Mrs, Sloan, I am an officer of the, Southbury Training School 
Foundation and I am also president of the national organization. 
Congress of Advocates for the Retarded, and Mr, Sloan is president 
of the Southbury Training School Foundation. 
^ Senator Weicker, I am delighted to have both of you here, I 
know I have had the pleasure of your visit down in Washington 
and I am delighted to give you this opportunity that you might say 
many of the things that probably you said to me in private for the 
public record, 
' The floor is yours. 

Mr6, Slo>^n, I will speak first because I think Mr, Sloan will 
leave you with a better impression, 

Mr. SloanI I don't believe that. 

Senator WjsiCKER, He is not going to admit to that, 

Mrs, Sloan, Senator Weicker and committee staff, I am Frances 
Sloan, I spea^k to you as a concerned parent of two sons. The fact 
that my children are retarded enhances my love for them and my 
devotion and responsibility to them. Consequently, their living en- 
vironment and care are of the utmost importance to me. 

Many years ago, before placing my children in Southbury, as an 
officer of the Cerebral Palsy Society of New York City, I made a 
trip from Maine to Florida investigating residential facilities. 

It was apparent that Southbury Training School was the finest 
school in the Whole east coast. Today, after having seen many more 
schools in thd United States and abroad, I now feel that it is the 
finest school of its kind in the world, 

M9st importantr at this large facility a complete community is 
? provided for tjhe residents. In brief, this is a normal environment 
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for them. They ride bicycles safely on the drives. They walk hand 
in hand in the country atmosphere. They attend church. They 
swim in a modern swimming pool. Their nutrition is guided by a 
weekly published diet which is specially arranged when needed. 
They are trained vocationally. Medical arid dental care are immedi- 
ately available. They attend school. They receive music lessons and 
therapy. They celebrate holidays with pageants and parades. They 
take trips to the movies and circus, the "Ice Gapades.* 

But, above all, they are surrounded by love reflected down from 
the top staff. They are comfortable in familiar, safe ^surroundings. 
The alternatives are bleak; confinement in, for tfte most part, 
housing in undesirable areas, restriction upon restriction, unsafe to 
walk out of the door, medical and dental treatment consists of any 
convenient clinic wholly unprepared to treat retarded ^persons. 

Isolation prevails in a community that rejects them, danger* 
stalks them, even to a much greater degree than it does us so- 
called normal people in daily living. Persons who have spent many 
years in familiar surroundings are thrust into strange places, 
strange faces without the ability to understand the sudden transi- 
tion and are dependent upon the whims of one or two people as 
compared to a supervisory staff in the larger facility. > 

We feel that no person who can benefit from whatlthe communi- 
ty offers and from public education should be in aa institution. But 
we also-feel that the more severely and profoundly retarded need 
the protective atmosphere and perpetuity of care that the larger 
facility offers. 

There is a need for a full range of services for the retarded. An 
upgraded and improved residential facility must.be a part of these 
seryices. When community placement ^ana services can provide 
living conditions and therapies commensurate with Mansfield and 
Southbury, then, and then only, should they be considered desir- 
able habitations for our retarded people. 

At the moment, community placement encompasses very little to 
meet the vast problems of the severely and profoundly, retarded^ 
Improvements and sufficient financial support are imperative to 
preserve the larger facility. They must be preserved to be there 
and ready to receive back the great percentage of those who have 
not been able, and will not be able, to live in the community. 

In the State of Connecticut we are fortunate in our commissioner 
and our two superintendents in Mansfield and Southbury; knowl- 
edgeable and the real experts in the field, based on many, many 
years of experience. It is to these men and the directors of the 
regional centers that planners for the retarded should turn for 
guidance. 

It is because of these men that Connecticut has been and will 
continue to be a leader in the world of the retarded. We suggest to 
the committee the following: That you set up standards that deter- 
. mine the eligibility of a person to be designated expert and that his 
life preparation, his number of years of service in the field,, and 
proven positive accomplishments be considered essential criteria. 

And as an aside to that. Senator, I would be perfectly willing to 
testify ynder oath, and others should too, because yesterday I 
heard great discrepancy in description of conditions in States from 
the reports that I get from my paretnt members. 
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Also, at the same time I will remark on the slides. You know, 
when you take a still— I have a chijd of 33 who has a mentality of 
about 18 months. I could put him in a chair and put a broom in his 
hand and say, "See, he can sweep the floor." My attitude is, "show 
me." 

Two, that the committee be shown the real audited facts and 
figures involving the economics of the community placements and 
the larger facility. 

Three, that in your considerations you be constantly aware that 
the highest mental age level that a retarded person can reach, 
according to our experts, is the sixth grade, or 11 years of age. 

Also, bear in mind that this development is not well rounded, 
does not generally include abstract thinking, nor the ability of 
judgment, nor self-defense. \ 

P'our, that in your consideration of this issue you be impressed by 
the fact that this litigation has been forced upon the parents and 
that we speak for ourselves from our hearts, and that we dp not 
have professionals and paid workers to speak, for us. 

We also respectfully request that the phrase "most integrated, 
least restrictive" be more clearly defined in the developmental 
disability regulations. As president of the national organization. 
Congress of Advocates for the Retarded, I represent thousands of 
parents of the retarded across this land and the thoughts I express 
here are the thoughts and opinions of these parents. 

Our opinion is important because it is shared by thousands of 
parents who have experienced and lived with retardation most of 
their lives. Our opinion is important because we are the most 
closely concerned. Our opinion is important because as parents our 
autonomy is constitiitionally guaranteed. 

Thank you. 

Mr. Sloan. Senator, I am happy to see you in Hartford. We 
parents of the retardeds in the training schools are actually in a 
situation where we felt nobody jreally cared. - — 

My name is Irving Sloan. I am" the president of the Southbury 
Training School Foundation and have been for the past 8 or 9 
years. I speak as the parent of two retarded children who have 
resided at the Southbury Training School since 1957. 

By legal proxy,. our parents, guardians, and friends of the retard- 
ed residents in Southbury have stated that the CARC does not 
represent them in thft litigation brought to close Mansfield and 
that the Southbury Training School Foundation represents them. 

The number of proxies in our possession total 1,000, which is a 
significant number out of 1,300-some-odd residents. They know that 
if the philosophv is established and Mansfield is closed, Southbury 
will surely be closed also. Our parents are frightened but thev are 
willing to fight and they will fight to a conclusion. There will be no 
compromise, make no mistake about it. 

And in the end we will prevail. No other solution makes any 
sense. The concept of mass deinstitutionalization is not only wrong, 
it is stupid. In my opinion, anyone who advocates closing the 
schools is either vicious, uncaring, and disinterested or is ignorant 
of the mental level of the retarded. 

So^alled experts are brought in from other States to support 
their positions. Why do they have to come from other States when 
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^ve have experts here in Connecticut who iiave spent all their adult 
lives on the problem, such as Commissioner Gareth Thorne, Super- 
intendent Michael Belmont, Superintendent Roger McNamara, and 
parents such as Mrs. Frances Sloan and myself, Mr. and Mrs. 
Marco Janazzo, Mr. and Mrs. Jack Devine, Frank Powers, and 
parents of 1,000 residents who signed legal proxies from Southbury, 
and also the 600 who signed legal proxies from Mansfield, and also 
include the regional centers who side with us? 

Persons without compassion are interjecting themselves into a 
situation they know nothing^about and do not understand. The 
commissioner of mental retardation is constantly harrassed. The 
superintendents are subject to all sorts of interrogatories and 
abuses, legally an(} verbally, by person who are our adversaries. 

Funds which should be allocated for the retarded are being spent 
for attorneys" fees and litigation. These legal expenses are grossly 
unfair. Our parents are taxpayers. As such, their money is used to 
educate and maintain their children, then the government allo- 
cates their tax funds to the legal services and the protection and 
advocacy boards and other organizations who seek to destroy a 
' concept that parents desire when, in actuality, they should be 
fighting our cause along with us to save these'schools. 

Finally, we have had to hire our own attorney, at considerable 
expense, to defend our position. Another one of our adversaries is 
the Department of Justice. Under bill S. 10, procedures were estab- 
lished by the Senate for the Justice Department to instigate pro- 
,ceedings to correct deficiencies in these types of facilities. 

However, they entered this case and now our parents must all 
consider our Government as opponents, and have found that the 
Department of Justice does not provide justice for all, as our Con-" 
' stitution states. Our funds cannot match the finances and expertise 
* of the Justice Department. 

We cannot understand how the U.S. Government has millions of 
dollars to throw away on projects of litigation such as we are 
involved in, and in the end commonsense will prevail. 

I have personally heard from many parents of residents in Mans- 
field. They think it is a fine school. They love the place and the 
personnel and only want to ^ee it improved. Anyone that wants to 
leave it should go elsewhere, but Mansfield should be left to its 
own devices and be improved. 

The parents and guardians of our retarded can have no peace in 
our lifetime because Congress has ordained that all citizens be 
educated in the least restricted, most integrated setting. 

My children would be completely isolated in the community. The 
State is being forced to divert funds from the institution for the 
lawsuit and for group homes. In reality, more funds should be 
made available to the large institutions for therapy and upgrading, 

It makes more sense and could be monitored easily. Hundreds of 
group homes in Connecticut, would be ridiculous. Our children are 
innocents and they are being used as pawns in a game of chess. 

Congress must do something to stop this hatred that exists on 
both sides and to protect our parents from fear for the lives of our 
loved ones. Parents have rights and self-serving advocates have no 
business in interfering in these rights. 
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In conclusion, let me tell you about a conversation I had with a 
highly respected person in New York State. I asked if parents of a 
retarded chil^ kept a child home until he was 25 or 30 years of age 
in New York State and could no longer care for him or her, could 
no longer diaper this adult, retarded child or pei-son, could no 
longer handle him physically or mentally, what solution would 
they have for the child? Where would they put him? 

The answer was their only solution was to go to the George 
Washington Bridge with that child and the three of them should 
jump. If this case does not conclude properly, that will be the 
Connecticut solution. 

Thank you. 

Senator Weicker. Thank you, Mr. Sloan, The only question I 
would ask you is whether or -not your rather dim view of 
deinstitutionalization is not brought about by the assault on the 
institution which you feel'is best for your children? 

Iii other words, you have some rather harsli comments to make 
about a concept which most of the testimony up to this point would 
support. That doesn't mean to say that most of the testimony has 
supported closing Southbury. That is the other side of the coin, and 
I don't think it has. But'I just wanted to find out, if we can, in 
some sort of a dialog here as to whether this dim view is based on 
experience or based on your own expert's view of the 
4einstitutionalization concept, or whether as a matter of your own 
heart you don't feel it is brought about by the fact that those that 
advocate that concept are not engaged in an assault on a concept 
in which you believe., 

Mr. Sloan, yfe do believe in a full range of services for the 
retarded. Those that can benefit substantially, not marginally, in 
group settings should be allowed to go there. But I think that the 
'large institution h^ a real place. It is a real school. It is a real 
community. / 

And the parents have the right of placing the child where they 
feel it is best for their child. For the \ hild iteelf, if he can graduate 
into a community the institution can be upgraded. Southbury has 
been a training school for many yeai^s: They have been proud of 
their graduation record. It can be improved and should be im- 
proved. . 

But to destroy it, is till wrong.' 

Senator Weicker. So, in other words, when you talk about the 
large institution, you aren't really referring to the buildings as 
much as you are a place where all services are available? 
Mr. Su)AN. Rights with a school, with a center, a community. 
Senatoi* Weicker. Do you foresee, over a period of time, that the 
population of a place like Southbury would decline as these new 
concepts ^'are brought onstream? 

Mr. Sloan. No; I think there is a need for Southbury and other 
schools forever. Closing Mansfield makes no sense at aJL The law- 
suit malj:es no sense at all. Mansfield is needed. And the parents 
don't want their children to go into the communities. 

I don't understand where the profoundly retarded children are 
going tojlay. The parents can't keep them home unless they jump 
off the peorge Wasliington Bridge. That would be the solution 
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because there is no place for them, and the place is a place like 
Mansfield, but not a big building that is a blight on the horizon. 

We are talking about nice places. I have seen nice places, group 
homes in Missouri, beautiful. I saw it in Massachusetts in the 
Fernald School. The main school is a terrible place but they have 
ICF cottages on the grounds that are beautiful. In other words, it 
can be done and should be done. But isolating them in the commu- 
nity is wrong. 

Mr. Sloan. That is another concept. Senator. Hou see, most of 
these large institutions have very ample grounds. Why could not 
some of the ICF cottages be built on those grounds where the 
residents could have the advantage of good medical and dental care 
and it might even prove a great saving and education right there? 

I think that might be a practical approach that could be 
considered. 

Senator Weicker. Again, I thank you for your testimony. Inci- 
dentally, I think there is another aspect which you have not al- 
luded to at all here, but if I am not mistaken, hasn't the parents' 
group at Southbury— and I am sure maybe the same is true of 
Mansfield, but it was mentioned to me — also given a great deal of 
their own resources to the school? 

Mr. Sloan. One of the things that makes Southbury so unique is 
an organization— the Southbury Training School Foundation — we 
are just one aspect of the parents' desire to keep the school and 
keep it well. ^ /' 

The Southbury Training School Foundation is a vehicle for par- 
ents primarily to leave their estates and resources for the upgrad- 
ing and benefit of Southbury, which makes Southbury a unique 
thing by itself. 

But, aside from ^^hat, the parents of Southbury, they don't all 
come from lower Fairfield County, feel that from.time tp time they 
make a donation for various purposes. They speak to Mike Bel- 
mont, or the former superintendent, and say, "What does the 
school need?" And parents >yould donate $1,000, $500, $200, what- 
ever they can. . 

They run all sorts of functions, affairs to upgrade the facilities. 
And, of course, the State should be doing a lot of these things but 
the parents didn't want to wait for the State to do it and they did 
it themselves. 

Senator Weicker. Thank you very much. 

Next, Mrs. Kathryn Jetter and Mrs. Mary Lea Johnson, parents 
of children in Mansfield. 

Ladies, it is a pleasure to have you here and you proceed in any 
way that you care to. 

STATEMENT OF KATHRYN JETTER, HAMDEN, CONN., AND 
MARY LEA JOHNSON, PARENTS 

Mrs. Jetter. Thank you. I am Kathryn Jetter, a parent. I live in 
Hamden. Thank you for this opportunity. Senator Weicker. 

I am a parent of a 25-year-old daughter. As a result of viral 
encephalitis at the age of four she was left with uncontrolled 
epilepsy and moderate mental retardation. She was placed in an 
excellent program after second grade in Sharon, Penn. 
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Her father, being an engineer, was transferred to Pittsburgh. For 
2^2 years she was in a large regional school which was utter 
disaster. At age UV2 we enrolled her in a private school which 
accepted her on a temporary basis because she was already beyond 

• ^ their age limit. 

After much searching we found that in the United States of 
America there were only two schools who would accept an epilep- 
tic, moderate retarded female that was IIV2 years old. Hence, our 
move to Connecticut because we had already heard Mr. Smickle 
and he had been out in the Pittsburgh area and were reading 
about the available programs. 

We located in Hamden. The school syst^^m promptly excludecl 
her. We had enrolled her in a private schoo!, wiiich was Stonegate, 
After much pressure, Hamden School District finally paid the edu- 
cational cost and we paid the balance for a 5->^»ar stretch. 

At age 18, again they excluded her but we CiC not contest this. 
We again, contacted the New Haven Regional Cefit6r for help and 
over a period of time they arranged a placement in Mansfield 
Training School. 

There has never been a choice of services for our daughter. 
Mansfield Training School offers the care, especially the medical, 
that is required. Her first placement in the Star Building was very 
good. The second placement was a poor custodial care and then the 
awakening for our daughter. 

Our daughter moveof to Manchester Cottage, an ICF/MR group 
home for 16, residents on the grounds, Dafly programs are provided 
on a limited basis due to insufficient staff and funding. At 25, she 
is now, for the first time in her life, included in Special Olympics, 
adult education, group outings, dinner dances, shopping, to just 
name a few. 

The team work of the medical staff and the other professionals 
in observing and investigating, plus the consultations have gained 
the best seizure control ever in»her life. 

We have our daughter home every other weekend and major 
holidays. On our visits to the cottage we have noted great improve- 
ment and advances in tlie conduct of some much lower functioning 
residents. Many have become more verbal with appropriate greet- 
ings, expressions of pleasure and appreciation for special attentions 
or gifts, appearing properly ^dressed and displaying good manners. 

It is a happy time for us going into our daughters cottage, which 
she refers to as "home**. Our communities are not ready, nor have 

• they been educated to accept the handicapped as human beings 
with equal rights. The support services that exist are limited and 
overcrowded. 

Both of us are active board membei:;s in the Greater New Haven 
area of the various organizations for the handicapped. We are not 
against the concept of community living for the handicapped. 
Before this can be accomplished, tnough,\|here has to be accept- 
ance by the community who will provide^living facilities with 
trained staff, medical facilities, not relying on hospital emergency 
rooms with 2, 3, and 4 hour waits. \ 

Vocational opportunities, recreational, social activities and trans- 
" portation — these all exist and are available for the So-called normal 
person. \ 
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Jack Devine is the president of the Mansfield Parent Association 
and is out of town. He has asked me to just give five brief inserts 
taken from hundreds and hundreds X)f letters which have been 
received by him from jjarents at Mansfield. I also noted in doing 
this that the majority of the parents at Mansfield are in the retired 
group, many on fixed incomes, aging, poor health and lack of 
transportation. 

No. 1, our daughter has resided in Mansfield Training School for 
40 years. My husband is 86 years of age, suffering from advanced 
Parkinson's disease and I am 82, in poor health. We are very much 
concerned. 

No. 2, an aged mother with advanced arthritis had a relative 
type a letter sharing her deep concerns for her son. The last time 
she was physically able to travel was* in 1979, at which time she 
was deeply impressed with the solicitude of the staff, his obvious 
affection for them and left feeling a complete satisfaction that her 
son was receiving kind, able professiond treatment. 

No. 3, I do not believe any one form of care is best for all. 

No. 4, we" are not against group homes. In fact, we support the 
concept for those who can function ifi them. We also agree ,that the 
improvements are needed at Mansfield but we still feel very 
strongly that the needs of the severely, profoundly, and multiple 
handicapped retardees can best be served at Mansfield. 

No. 5,,many residents, like our son, are not sufficiently independ- 
ent to survive in the community centers and would simply fall 
through the cracks of such a system. For these* totally dependent 
people, the training school must survive. If there are deficiencies in 
the present system, better to correct them than throw away hard-, 
won benefits of the last 15 years. A society c^n be judged by what 
it does for its weakest members. 

Thank you. 

Senator Weicker. Thank you very much. 
Mrs.-Johnson? 

Mrs. Johnson. Good nriorning. Senator. I am Mary Lea Johnson. 
Jty husband and I have a 23 year old profoundly retarded son that 
has lived and learned in , Mansfield^since 1963. He was then 5. 

When we placed Rick there was only one place to do this and 
that was at Mansfield. The regional centers were just barely off the 
ground, after 2 years of him being at Mansfield I tried to place him 
in the Hartford regional to bring him closer to oux home, which is 
in Southington, but was told that he was not the type of a child 
that could be taken into their program. 

Now that these regionals are off the ground there are better 
programs and if Rick were the right age, he might go into them, I 
am not going to take your time telling you of the fight we are 
having to keep our son and other parents' sons and daughters in 
the larger institutions, or ta tell you about Rick*s 4fe, but I would 
like to say just a few words about the moneys for programs. 

At the State level we have the Protection and Advocacy Board 
which was formed by the State and funded by the same to help all 
handicapped. They don't even want to hear us as parents because 
the Connecticut Association for Retarded has told them that they 
are speaking for all the-retarded. 
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/CARC is a nonprofit private group that is receiving Legal Aid 
help to fight for the removal of all clients at the institutions. The 
parents group at these institutions are bitterly opposed to CARC*s 
actions and no longer support CARC. 

CARC did not have the courtesy to return six phone calls that I 
made to them 2 years ago to ask help on a question- 1 had. And 
then, just recently I had to pay the State to become a guardian of 
my son, so that I could speak for him because he has no speech. 

I know that State and Federal moneys are hard to come by in ^ 
these times. All we want is programing for all retardeds and not to 
X- . y rob Peter to pay Paul, or to use State and Federal moneys for only 
part of these 'programs. 
Thank you. Senator. 

Senator Weicker. Let me ask you a question because I don't 
understand. You say that there is a State board— the part of your 
letter that refers to 

Mrs. Johnson. The Protection and Advocacy Board? 

Senator Weicker. Right. How does this operate? This is a 
State 

Mrs. Johnson. This was formed by the State and funded by the 
State to help retarded or help the handicapped, I should say. 

Senator Weicker. And this board no longer functions because of 
this lawsuit? 

. Mrs. Johnson. Oh, yes, they are functioning but-—— 

Senator Weicker. Who sits on the board? 

Mrs. Johnson. I don't really know_.that^ I know that-this board 
was formed by former Governor Grasso to help the handicapped in 
the State. 

Senator Weicker. And just to make the point clear, you say that, 
in effect, they will no longer speak for you as parents, this board 
won't? 

Mrs. Johnson. They don't recognize us as parents of retarded, 
that we can speak for our sons and daughters. 

Senator Weicker. They recognize what, onl^ CARC? 

Mrs. Johnson. Yes. They are for deinstitutionalization. 

Senator Weicker. Again, thank you both very, very much for 
putting another piece of the puzzle into place. I know it is a great 
effort on your part to be here but I greatly appreciate it. Thank 
you ver^ much. 

Mr. and Mrs. William Zitko, or Mr. Zitko. And is Judge Barell 
here? Judge, it is nice to have you. Mr. Zitko, it is nice to have you. 
Please proceed in whichever way you deem appropriate. 

STATEMENT OF WILLJAM ZITKO, PARENT, HARTFORD 
REGIONAL CENTER 

Mr. Zitko. Senator Weicker and members of the committee, I 
wish to thank you for this opportunity to speak today. As someone 
nientioned before, to take your time to come down here and listen 
to us parents, how we really feel, I appreciate it. 

My name is William Zitko and I am a resident of Meridan, Conn. 
We have a son, our only child, who is severely and profoundly 
retarded at the age of 24 right now. He is ambulatory, unable to 
\ - talk, who needs constant medication and will never overcome his 
seizure problems, according to his medical records. 
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He has resided at the Hartford Regional Center for 14 years and 
prior to that, the Seaside Regional Center for 6 years. In 1959, it 
vras difficult to find services to evaluate your child. Community 
Day Care in Meridan wouldn't accept him because of his retarda- 
tion severity. 

We took hinxto Kennedy Memorial in Massachusetts for evalua- 
.tion where the4loctor stated we were fortunate that we were living 
in Connecticut because they are in the best field of retardation and 
^ I stilKbelieve this today. 

I have held presidency between these two facilities for 7 years as 
well as vice president and executive positions for another 13 years. 

As a parent of a retarded I consider myself a professional be- 
cause who knows their child better. I have seen much progress over 
these past 20 years and what I was unable to obtain in the early 
years is now available for those parents who need these services, 
^ such as the early intervention program. 

The Hartford Regional Center houses* approximately 96 resi- 
dents, and under their supervision, group homes, apaVtmgnt dwell- 
ings, and the newly acquired community transitional training 
center to provide the necessary training for those ready to go into 
community living. 

In all, approximately 320 retarded citizens are in housing facili- 
ties under tne jurisdiction of the Hartford Regional Center. What 
does the Hartford Regional Center provide? It provides a contract 
between the parents and the center showing the programs outlined 
for the year for each resident with the goals they wish to achieve, 
workshops for residents apd persons residing within the communi- 
ty, work activity programs, education at the Beach Park School for 
those 21 and under, full recreation, field trips, social activities, two 
swimming pools, medical facilities at the Newington Home for 
Crippled Children right across the street, dental care at the Demp- 
sey Medical Center, and a staff that is compassionate and dedicated 
to their work and a campus type living environment free from the 
hazards of everyday community life. 

I invite you, if you have not already, to tour our facility, and I 
am sure you will be astounded as to what you will see. We, the 
pai^ents, have raised over $80,000 for the benefit of the center over 
these years so that our residents may have a fuller measure of life. 

We have worked and struggled hard to obtain what we had set 
out to achieve, and with God s help, we do not intend to lose it. Let 
me make one thing perfectly clear. Senator. I believe very strongly 
that there should be a variety of facilities throughout our State to 
accommodate all types of retardation and for those who wish and 
can function prpperly, to live in a community type setting. 

I believe it is/a sin to deny a person these rights, but it is a worse 
sin to say that everyone must oe mainstreamed out of the facility 
and live in the community. Somewhere within our great Nation a 
movement started to deinstitutionalize, close all the large facilities 
because the residents* constitutional rights, by not living in the 
least restrictive environment, have been violated. 

They should all live in small, individual homes within the com- 
munity. Is someone or persoiia throughout this country trying to 
achieve power or personal recognition with total disregard to the 
human lives which may be in Jeopardy? 
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Senator, the least restrictive environment for one person is not 
the same for another. I know my son possibly, as well as other 
parents* relatives, could not exist in a community dwelling since he 
would be more confined in this type of environment than the 
campus type living at the center. 

Yet, another mild retarded may live and work in a community 
and cope with everyday living and he should be given that opportu- 
nity. But there are persons who have been living at training 
schools for 30 to 40 years, happy, content, suddenlyto be uprooted 
and placed in a dog-eat-dog world of living when they don t want 
to. . 

Elderly i)arents, secure with the thought that if they pass away 
knowing their relatives will be well taken care of, are suddenly 
burdened with worries of where are they going to go now. 

Let the person choose for themself and if he or she can't speak, 
then their legal parent or guardian be given that authority. ^ 

Senator, what may be the remedy for some is not the cure for 
everyone. Before the placement of all retarded are ever made into 
the community, community services and backup services should be 
made readily available. Obstacles to overcome are medical services. 
BvWy phvsician, dentist, and hospital, they are not equipped to 
handle allretardeds. 

Monitoring of facilities scattered throughout our State would be 
phenomenal. And what happens to the safety of the severely re- 
tarded when power outages occur? The community i:esidents must 
be educated to accept their fellow beings which they Tweeted 40 to 
50 years ago. ^ • , 

Will these people h^ve the same care; the recreation and Safety 
from crime provided them in a community as on the campus? Will 
the community accept them as one of their own, respect them, 
socialize with them, give them jobs and love them? 

And, lastly, if a retarded doesn't fare in the community, where 
could they go back to if the facilities have all been closed? The 
State of donnecticut has implemented their project of various facil- 
ities, maintaining the training schools and regional centers with 
addition to group homes, .':j>ecialized homes, apartment dwellings, 
foster homes, and transitional training centers. 

We are not perfect. Th«:-f«> are improvements that have to be 
made at these facilities so t'liat residents may live in a dignified 
manner of which they are entitled. In order to accomplish this, we 
need the financial help and the support of both State and Federal 
legislators. * 

In closing. Senator, you have provided us, as parents, an opportu- 
nity to speak out. on a vital issue concerning all of us and how this 
State should act. I am sure that with your wisdom and concerned 
dedication for the rights of all the handicapped and retarded, you 
will steer us in the right direction. 

My wife and I will never see our son married, nor will we have' 
the joy of grandchildren. But one thing we will know is that our 
son received, and with the grace of God, will continue to receive 
the best of care within our facilities because we are those chosen 
few, fortunate to live in a State that has been and will always 
remain the forerunner in the field of retardation. 

Thank youvery much. Senator. 
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Senator Weicker. I think you raise a very good point. I can't 
speak with any great deal of expertise as to the status of care in 
the State of Gonnecticut at the present time, but I can W this, and 
I think it ought to be pointed out, having heard how e^ery other 
State in the Union is so ter rifle; Massachusetts, Rhode I^nd, and 
Kentucky, certainly my office, from the time I went to Washington 
as a Congressman in 1968 and right up to fairly recenUy, was 
besieged by those that want to know if they move into the State of 
Connecticut whether their children would receive the care/xhat we 
give here. / 

So I think that point should be made. I know there Yas been a 
good deal of negative comment but there also happens to be a great 
deal .of feeling outside the State of Connecticut that the care given 
here is' not as inadequate as was portrayed in some of the previous 
testimony. 

STATEMENT OF HON. HERBERT BARELL, BOARD MEMBER, 
...*RTFORD REGIONAL CENTER AND PARENT 

Judge Barell. Thank you for inviting us. Senator. 

I am here basically as an advocate for my son. My son is at the 
j;egiqnal center, some 19 years old. He was at home until he was 
16, and the cHoice of the regional center -was a particular choice 
made by me and my wife because it offered what I deemed was 
appropriate for my child, a structured environment 

I said I am here as an advocate for my son because I think I 
learned early in life that if you don't advocate for yourself, or you 
don't get involved in problems in the community, then nobody else 
will speak for you many times. And, so, in the course of my 
involvement I have served, on various committees, 

I was a member of the North Central Regional Advisory Bpard, I 
am currently on a- board at the Hartford Regional Center. Lwas 
formerly on the Advisory Committee for Special Education*for the 
.State. I served on a committee with such people as Dr. Solnet from 
Yale, Dr. Graferdino, dealing with children's problems in the State. 
I have had consultations with regard to my son at Albert Einstein 
Center in New York, Children's Hospital in Boston as well as here 
in this State. ' 

In the course of time I have helped develop programs. I helped 
organize the first League for Autistic Children in the State a good 
number of years ago. I helped organize a school that will help 
teach behaviorally disturbed children and I have been an advocate 
for a number of years since I first discovered my son's problems. 

I mention this because I specifically used this knowledge in order 
to obtain what I call the best appropriate services for my son, not 
to say that there was not need for improvement even within the 
Hartford Regional Center. There certainly is and I know Bill Zitko 
and I and a number of other parents are continually working with 
the superintendent and the staff to improve the quality. 

It seems to me from my observation there are certain things that 
are coming through in these hearings, that there is a need for a 
full range of services for the retarded, anywhere from the institu- 
tion to the community service. 

What is perhaps more important is what do you mean by an 
institution? What do you mean by community services? Because, if 
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you mean institution as a warehouse then I atn dead set against it. 
But I don't think that is what you are hearing here today. 

If you mean community service to mean that somebody is 
dumped in some sort of group home without backup services, then . 
we don't need that type of community service. What we need is a 
full spectrum of services, depending on the individual. 

Retarded people are no different in some respects than normal 
people. They need different things. You can't lump retarded people 
into seme class by themselves that either should be, totally institu- ^ 
tionalized or totally community based. 

. I think that anybody who aspires to the theory that you treat 
them all alike would be the same type of person that treats. all . 
American citizens alike. And we do know thaf retarded people 
differ, have different problems, different needs and unless we reci 
ognize the dift^arences and treat them differently then we are going 
to talk around in circles. 

Two: Beware of experts bearing gifts of philosophies that solve 
all the problems of the world. A long time ago I had a long talk 
with an eminent man in the field by the name of Carl Feneshal — 
when it was unfashionable to teach kids with behavioral disorders. 
^ And he saidL^to mej^ J^He^^ through-in -life — 

wifh your son,** and yi suspect he spent a lot of time with me 
because 1 was a parent, he said, "beware of people that offer facile 
solutions, one soiution\for a problem. Whatever may be the vogue 
today may change tomorrow.* 

I have been through the— at that time we were discussing, for 
example, behavior modification techniques. I became an expert on 
it. But we soon came to realize that different children need differ- 
ent things and I suspect any expert that will say before this com- 
mittee that this is the only solution to a problemi 

I think essentially what everybody is really alluding to here is 
that there is only so many dollars available in a community at this 
point in time and that what we are dealing with is a fight for 
dollars. 

Senator Weicker. I think you have hit it right on the nose. 

Judge Barell. And I am concerned because, as you have indicat- 
ed in the introduction, I am a judge so I am well aware that a 
lawsuit sometimes can be brought, and is necessary to be brought, 
to start something going. But, do we have to become so polarized 
^ that we can no longer have a dialog and a talk. 

And I know that the courts cannot solve this particular problem. 
But even after that case should be decided by the judge these same 
people are going to have to sit down on how to implement the^. 
decision, so why not start talking now. * 

I ^ee the zealot^ on one side and on the other side saying they 
cannot sit down and talk, and it seems to me that some of our 
advocacy units would be better advocates if they would start bring- 
ing together some of the sides to have some intelligent discussion. 

Senator Weicker. I think that is good testimony from both of 
you. In my own experience, just in the very small experience, 
which is nothing compared to all of you in this room, this past fall. 
Sonny, my 2-year-old, started his early intervention, as conducted 
bv the public school system in Virginia, and they grouped all the 
children by age. 
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Now, and this gets to the point that you were making, the 
problem with that ^vas Sonny is actually pretty garrulous, physical- 
ly 100 percent, thank God, and doing very well, and he would be 
grouped, just because of the age factor, either with very autistic 
children or, those children that would say nothing. 

OMiously he was different. This is what you are saying. Each 
child, each person is different and it calls for a different solution. 
You can't use one common denominator for them all. It is impossi- 
ble. You can't use Southbury and, Mansfield as the denominator 
any more than you ca^ use the home>environment, or that which 
comes closest to home, for everybody. 

That much I don't subscribe to, I can tell you right now, as far as 
the testimony that is given, that everybody is going to thrive under 
the same set of circumstances. They are not and" nobody should 
know that better than this group of Americans where the whole 
emphasis of our Nation has always been individuality. It is in this 
group of citizens as much as it is for any one of us. 

On the same token, do I think we ought to proceed with the most 
modern techniques and continue to progtess/ I'think the fact that 
you are. the, parents of children in a regional center, that repre- 
-sents-a-progression-from^whatjuatjisedjojbe^slrictly the institu- 
tion. ^ 

I think it interesting that you sit here and testify on behalf of 
the institution along with the other forms of care. It is a good 
presentation by both of you. Thank you very much. 

We now have Linda Berry and with Linda is Janice Chamber- 
lain. Is that correct? 

I see my old friend. Dr. Cohen. Dr. Cohen and I served in the 
legislature together. You are looking younger and handsomer. I am 
getting older and uglier. How are you. Dr. Cohen. Nice to see you. 

Ml right, Linda, have a seat. It is nice to have you here. Janice, 
how are you? 

Ms. Chamberlain. Good. ^ 

Senator Weicker. You just do it any way yovTVant. 

STATEiMlENT OF LINDA BERRY, MENTALLY RETARDED CITIZEN, 
ACCOMPANIED BY JANICE CHAMBERLAIN 

Ms. Chamberlain. My name is Janice Chamberlain. Thank you 
for inviting us here. This is Linda Berry. 

We are here today— Linda is an example of a woman who has 
used the whole gamut of services, going from an institution to a 
supervised ^oup home, and I think it would be a good idea for you, 
Senator Weicker, and everyone else to hear a story about how this 
woman has used the services provided by Hartford regional center 
jand how they have benenced her. / 

Also, as a client of the svstem, I think it is imjitortant that she 
have a chance to say something too. Feel free to etsk any questions. 
I think that would be helpful. 

Senator Weicker. OK, Linda. Can you get that microphone close 
to Linda? 

Ms. Berry. This one? 

Senator Weicker. Yes, that is the onp. 

Ms. Berry. I was living at home for a long period of time and my 
mother felt as though I was ready to be moved to the center. She 
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told me that I was ready to move to the Hartford regional center. 
At that time I was on medication for wrist biting and temper 
tantrums. 

What they had done was, I was out for a long period of time 
there. They decided they were going to try it for a week without 
the medication, see how it would go without it. Eventually I was 
able to manage myself without the medication. 

Ms. Chamberlain. They used a behavioral program as a substi- 
tute for the medication. 

Ms. Berry. I was on a* behavioral program. 

Senator Weicker. And where was^this, Linda? 

Ms. Berry. At the Hartford regional center. 

Ms. Chamberlain. The Hartford regional center. 

Ms. Berry. They felt as though I was ready to come off of it 
[Medication]. 

Ms. Chamberlain. What are some of the other things you did at 
the regional center? 
"Ms. Berry. I was doing other activities, like I was able to study 
in the workshop program. Like they were able to get me started 
right away in the workshop program. Then, after I was done in the 
_ workshop I was helping other wheel chair patients, feeding and 
mSRirig beds' for them. Then, they felt ^Tihough I was ready to be 
moved out to move to a group home for teenagers in Glastonbury. 

Ms. Chamberlain. JC-3. 

Ms. Berry. Which is a JC-3 hom^; 

Ms. Chamberlain. JC-3 is a group home that was originally 
started by the Hartford regional center. 

Senator Weicker. So Linda now went from home to the regional 
center to the group home. 

Ms. Chamberlain. The JC-3,, right. And J03 v/as for younger 
individuals, younger women. , . . 

Senator Weicker. How old are you, Linda? 

Ms, Berry. Twenty-one. 

Ms. Chamberlain. What are some of the things you learned, at 
JC-3 or did at JC-3? . \ 

Ms. Berry. Laundry skills, working on money and time, pro- ^ 
grams, cooking skills. They felt I was ready to be moved again to , 
another home in Hartford called Marshall Street, where I am now 
living. 

Ms. Chamberlain. How did you feel about that? Were you asked 
4f you wanted to move? 

Ms. Berry. Yesj I was asked if I felt like I was ready to and I 
said, "Yes." 

Senator Weicker. What was the difference between JC-3 and her 
new home in Hartford? 

Ms. Chamberlain. At Marshall Street group home, there are 15 
women in the house and they range— (they are older than 18)— in 
! age from 22 to 70. One of the differences I see, is that in Hartford 
(nobody drives a car); they can use public trarxsportation and they 
are taught how to use public transportation to get to their shel- 
tered workshops, to competitive job situations, to go downtown 
shopping, to go tut to the West Hartford Mall shopping, and take 
the bus to go visit friends and relatives in nearby towns. I think 
Hartford is a much more accessible town for people like Linda. 
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The other thing was, too, because it is an adult group, from this 
standpoint, she can work at the group home in a kind of struc- 
tured, supervised apartment^type setting, which is on the third 
floor with staff and three other women who would also be placed 
there with her and in that type of situation she would be able to 
learn how to cook and plan menus, go out shopping for food which 
later would ready her for possibly a supervised apartment. 

What are some of the things you do 

Senator Weicker. That is wh^t I was going to ask Linda. 

Linda, what do you do at your new home? 

Ms. Berry. Laundry skills, taking out the garbage and things 
like that. - . - % ' 

Ms. Chamberlain. Household chores. 

Senator Weicker. We all do that, even U.S. Senators. I can tell 
you right now. [Laugher.] 

Ms. Chamberl* in. What program are you involved in right now? 

Ms. Berry. I xxxi doing the money program with Joanie now. 
Once I have got that down then she is going to be going to a time- 
.telling program with me. 

Senator Weicker. Linda, do you go outside the home, here in 
Hartford?"Do"you go shopping,"or do you go see^i movie, or can you 
move around pretty much the way you want to? ^ 

Ms. Berry. Yes; I can. 

Ms. Chamberlain. What do you like to do on 'Saturdays? 
Ms. Berry.* I walk to the civic center a lot on Saturdays. 
Senator Weicker. And where do you go, to the shops in the civic 
center? . 
Ms. Berry. Yes. 

Ms. Chamberlain., And Thursday nights? 

Ms. Berry. Thursday) nights I go .swimming with recreation. 
Senator Weicker. Where do you go swimming? 
Ms. Berry. I go to the Hartford High School. 
Senator Weicker. You say, originally you went from your home 
through these various stops. Do you go back home and visit? 

Ms. Berry. Yes. ' 

Senator Weicker. How often do you do that? 
Ms. Berry. Not very often. 

Senator Weicker. Do you have a lot of friends your own age? 
Ms. Berry. Uh-huh. 

Senator Weicker. Are they with you in the home or do you visit 
friends that you have had at your other homes also? 

Ms. Berry. I visit friends at the other home, too, sometimes and 
I do have friends at my home. 

Senator Weicker. You told me when you started off your story 
originally you were on medicine, is that right? 

Ms. Berry. Yes. 

Senator Weicker. For behavioral correction. Are you on medi- 
cine anynr^ore? 
Ms. Berry. No. 

Ms. Chamberlain. Linda still sometimes, when she becomes very 
frustrated, she will bite her hand, or something, and right now, the 
way we deal with that in the group home is that a staff person will 
take Linda aside and have her sit down, relax for a little while, 
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and then talk out the problem— what seems to be bothering her— 
in a short counseling session. 
J " Senator Weicker. Well, you are doing very well here, Linda. You 
are a good witness. 

Ms. Chamberlain. I think she is doing better than I am. 

Senator Weicker. I think you are doing better,than the commit- 
tee. I have no further questions, Linda; I just-want-to thank- you- 
veiy much for coming and visiting with us. 

Ms] Berry. Thank you. 

Senator Weicker. Maybe we will meet again in a year s time and 
you can tell me how everything is going. , , 
Ms. Berry. Yes. 

Senator Weicker. What do you want to do? Do you have some- 
thing you especially want to do in the way of skills? 

Ms. Berry. Eventually I want to be able to go to my own apart- 
ment, a supervised apartment. 

Senator Weicker. That is a good idea. When you say "go", do 
you mean live by yourself? 

Ms» Berry. Yes. 

Senator Weicker.' Is such an opportunity available to Linda? 

Ms. Chamberlain JIhe_step before that would be in a supervised 
apartment. What I mean by a supervised aparta\ent .is thafshe 
would have her own apartment space and there would be staff 
people there 24 hours to help her out with 'different skills, money 
problems, paying rent, telephone bills, that type of thing. / 

From that point on there is one more step— section 8 moneys p^y 
for apartments that individuals like Linda could move into ^nd 
there would be one person almost acting- as a social worker that 
would come in every week or so to help that person out. That is a 
possibility* ' / 

Senator Weicker. Well, Linda, maybe sometime in |he next 
couple of weeks do you think you could walk down and visit my 
office in the Federal Building? Would you like to do that? Why 
don't you go down there and see what is going on ai;ound there. 
Check up on them and let me know whether they arj6 working or 
Jiot. OK? [Laughter.] . 

It is nice to see you, Linda. 
V .Ms. Berry. Thank you. ^ 
^ Senator Weicker. Thank you very much, Janice. 

Ms. Chamberlain. Thank you. 

Senator Weicker. Next we have Jeanne Sandqlhl of CARC. Sit 
right down, Jeanne. The floor is yours. 

STATEMENT OF JEANNE SANDAHL, PARENT,/CONNECTICUT 
ASSOCIATION OF RETARDED CITIZENS 

Mrs. Sandahl. I am not too used to microphones so if I misuse it 
please tell me. / 

Senator WeickeIi..Go right ahead. Keep that microphone close to 
you, that is all. / 

Mrs. Sandahl. I am especially grateful to_be here today as a 
parent because it gives me a chance to thank you. Senator 
Weicker, for helping to restore vitally needed funds for the handi- 
capped in thcj Federal budget. 
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I am a member, too, of the Connecticut Association for Retarded 
Citizens, which has a membership of more than 10,000 people, 
representing, also, people in institutions who have no one to repre- 
sent them, and some of their parents and siblings. 

We are all most grateful for your interest. I am speaking today 
for the 41,000 retarded children and adults in Connecticut who are 
not served by our State institutions. These are the stepchildren of 
the DMR svstem. They are forgotten .and neglected because of 
Connecticut s single-minded preoccupation with institutional 
structures. 

Because resources are limited, little is left to sei;ye the huge 
majority of retarded persons in oUr State after the institutions are 
served. 

I would like to tell you about a few of the families I have been 
talking with recently. Take the Sam Teitlemans of New Haven, 
who have a profoundly retarded teenager at homo. Ruth is vir- 
tually a prisoner in their home, has been for many years, because 
she has almost sole responsibility for Phillip's care. The only relief 
she gets is one weekend a month of respite care at the regional 
center, and funds for respite care are severely cut back in the new 
.DMJRbudget, ^ 

Ruth really needs a trained home health aide. True, there is a 
tiny token program way up in Tolland, but it meets only a fraction 
of the statewide need. And a comprehensive program would also 
provide work activity or functional educational centers for Phillip. 

The Teitlemans are determined that one day their son will live 
in a group home in New Haven though he is severely retarded. If 
they wait for State help, though, that day may be far off. 

Or, take the Rusgrove family of Bristol. With tremendous love 
and determination they have kept their 30-year-old, severely re- 
tarded son at home all these years. Mr. Rusgrove would literally 
rather see him dead than in an institution. Hieir son is Rowing 
older. A group home in Bristol would be the happiest solution, but 
in a capital request of over $10 million, DMR allots only $150,000 
for group home construction — IV2 cents for every DMR dollar. All 
the rest is for institutional renovation. 

Senator Weicker, you asked for a reasjpnable compromise be- 
tween the two points of view being voiced roday. I leave it to your 
judgment. Is lYz cents oat of a dollar a reasonable compromise, or 
is the department of mental retardation virtually totally commit- 
ted against progress in the community? 

In addition, as I have learned recently, serving on a committee to 
set up a private New Haven group home, our State throws every 
pjossible roadblock in the way of group homes, redtape and Byzan- 
tine regulations that make the struggle one against enormous odds. 

Other States don't do this. The Macomb-Oa^liand region in Michi- 
gan, an area about the size of Connecticut, has 1,700 people in 
group homes. Tkey are good ones, beautifulljj supervised. And 
Michigan is now planning 200. more such homes in the near future. 

Once our State vfBS No. 1 in the field of service to the retarded. 
Not any more. 

Then there are Judy and Barry Bosworth in East Hartford. They 
have a 16-month-old daughter with Down's syndrome. They have 
no intention of ever giving her up to an institution. But in this 
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State, says Judy, those who raise a child at home get the short end 
of the stick. ' 

Many more parents would^elect to keep their children home if 
the State offered a reasonable range of services in the comniunity. 
Judy wants the future to include a group home or a supervised 
apartment. She sees little likelihood of this possibility unless the 
State takes a conscious turn in that direction now. 

Its present powerful fixation on institutional service makes that 
unlikely. 

And consider Bob Roth and Judith Lerner, a young Hartford 
couple who have a 15-month-old daughter with Down's syndrome. 
They are deeply committed to a life in their community for their 
chila. It deeply disturbs Bob that the necessary long-range commu- 
nity-based support services for his child and for thousands of othei:s 
do not appear to be even contemplated in the DMR budget. 

Bob can't understand why DMR is so overwhelmingly committed 
to bricks and mortar, the most expensive form of care for retarded 
people, when the $43,000 or more per capita cost at institutions in 
ICF cottages particularly, could be stretched much further in the 
community. 

, It.alsoj:K)ncerns BobJhatJKereJgjaiL,a)m(]gt total lack of innova- 
tion in the DMR budget If we are unwilling to try out new forms 
of doing what instftutions are so patently failing at, what hope is 
there for improvement? 

Nor, says Bob, is there any sign of independent evaluation of our 
present course. Why not get in some mdependent experts and 
reassess it. Bob Roth, by the way, has made an independent cri- 
tique of the DMR budget and would like permission to have it 
included with CARC's testimony in the record along with the 
CARC response to Project Challenge, if that is all right with you. 
Senator. Can we include those in the minutes of the meeting? 

Senator Weicker. Absolutely. 

[The following was received for the record:] 
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Tt:STiMONY of RiiUfcKT RuTM, BtKORE THE Al'l RUPRIATlONS COMMITTEE, GENERAL 

Assembly, State of Connecticut, February 24, 1981 

auM is HotMrt 3oth« and X ma m re«l<iont of llArtford^ 
1 m m attoriMT Iioecui«d to prttotloo Um in Cdomotlout msd 
In QiUrondat «al I flY« roiurs iwkini; cn th^ roforv of 

piQr«3iU[%7lo lnatlt«tlooa tMCcx^ wovkine for th9 IjMt flT9 
lA mmsf ooMormtlofi pXapiini:* I m aXao th« f)nth«r of a 
15-aiefch-oXd ohlX4 affllot^l ^ om** aomdroM* XM Utm to 
•hMNi vlth «^ aoM partpaotlTM that I ttilsi]i: X%^m laportiait 
tm In slM M ron ooMldar th« i>ipartMQt of Htntal Btlayaa 
%lco*a bttds^* 

nY9t» X»d llko to mk» It olMT thittt althttich X «■ Ui 
tmwx of oroatlBs • an— imltiw^aoM mtp^rt «r«t«i for o«r 
MitaUy rotardad oltlMM* X (Sott«t baUara thla ateold ba doM 
at tha mxptim^ of aahlailiie tha aastann %mlltgr aC aara poaalM^ 
far tha presont raaldtota of axlatlae stata Imrtitatiofia* Sx>» 
aapt for anjor nm oapltaX axpaiMlltaraa* whloh X vooXd op|>oaa* 
«a noad to proTlda« and X baUara that othloalljr v« li^t pro* 
vlda» tha Bott TmMmCbl^ pioapaota poaalKLa for paraoml dnaXop* 
Mct and araxsttial rattm to tha ooaaitalty» for paraoo vhoaa 
afOr preacDt optloii has baooao icatltntiomllaatlOQ* 

mr pxlaarjr parsonal ocmam with tha dovoToyatat of 
ooaaMdtx^haaad ms^TPort wjttmm^ thm* la with tha f^tara* Aiafi 
I tmX X wn$f% aak aoM ratter diatorMos quaatlMa iftaat how 
tlmt hadsat la ts^im to traaslata* In tha loos rm^* Ijalo a 
ooa«ailt]r»baaad avpyort arat«a« 

Farhi^ tha aoat ooafartli« thoo^ht that m itif and X hat 
aa «a adjuatad ta abat aaM Waa told ahawt aar dai||lit«r*a 
aTfUffHiai* aaa thai oar ocw rta iiomX ttaraatoa at tk^'r^^tcs^M 
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rr««^lmy of nobort noth 



pitTMa WM outaodod ftnd limo«arttto« It ima not truo, bo«a 
toM "hy o Tfld^j -nultttr of piofoji«lonal«» that roti&rctod InilTldtt* 
als hKW9 to In Institutions* TMro ar« socm who fo«l 

thftt 1)2 rot«r<l«d oltlzen be ooncdamd to liT«9 in on instl* 
tutiooi as jarx kxc«» th« jMl^hborli^ «t«to« of Hasssohusotts 
and Bhodo Inlmnd tippoar to tmrm tmAm Xone^tfirn ooMMltaoots to 
a«l2istltutlonftUsln5 th«lr totlrs srstoi of 8or?la«s foY tb«lr 
Mntallj rotord^d ro«ldoats« So Z «a sItoii an Ximsm of vtiat la 
poadlMa* Bat tlda lmns9 <lo«aa*t appscr to ba ranaotad la 
althar tha propoaad bods^t Mr in any pxojaotiow that Z mm 
parscnallT mko ttom It* Tha nooaaaary ooaanmity^^baaQd t opp ari 
a^nnrloaa app^xur to bo nolthar available nox oontaaplatod in 
thia t«id£;<rt« 

3oTeral obaarvationa* thnn* whloh to vona axtant ooly laad 
to aor^ quo«tloaa» ooonx to ao* 

Pir«t» it appaays that out of a population of aoaa ^,000 
7otiaYd«d ln<UTi(luaIa in tha Stato* batad on what Ooaaiatlonar 
Thoma haa oaUad a oonsarratira estlaftta* proi7«aidN( 
totalling rouehlj ono hundyad alUion doUaya appsarc to plM 
to pzoYido oorvloaa to only Mrroral thooaand of thsn parhapt 
firm thouMDd» pmxfmpM wm thousand* So ay quaation hava «r 
bo oVvloosi What about tha othar £k)*000 paraooa aftUaiad br 
yt;^tffydatioCi* snd thaiy fanHioat 

Saoood. X haiv ^ha lai^ra»is5oa froa ay woxk in tha SMsaa 
nattt of pjiyohUtTia institatiaM* that iMtltatioaal arri^s 
awta ara aaailyr tha nott axp^MlTs aavia ta praTl4a aarrlaaa*' 
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TMM TtWT^ 

T«% I3M stato wTtUa 1« pTlwurlly InctitatlonAXt «Qd «P7«sr« 
8liit«l to xtcMdn that ««x« AXoos thoM XinM* Z bftro put to* 
s«%h«r mM ywrr TtwmUirj <)ftta that i« oxtrmoar (UsturbUir* 
Thwo flsoTM r«lsto to th« V«t«rUir7 HosIomI c«tiUrt tmd 
Ctlti^i 7A at tho SouthbaxT Txminin^ Sabocl. Vlth tha effort 
ta \ttXm thtaa faolUtiaa iir to ICF/KB at«aidar<is» F«i o^dta 
ioat it aoiae ta Ayza«kat« OoaidiMloMa Thomo a^Mtaa t)io 
fAiawrt pay Mjdta oa«t yar rw p«t ali«it of tb» DtpartM^ 
\ al faOtOOO* 9iit aaaax4i»a ta flgojae ttet ara paxt of tba 

Owtifioata of AppUaiAlaii oa fila aith tba Q>Mtia«i«A aa 
iMidtiaa aod Haalth cava#^ triasins tha )tatart«z7 ftftalUtar a» 
to XCP/ta idU MMi pax Malta oparatinc ooata of atoat >%>»000 
HT 7wr» At Ootti^ 7A» h paoatKtljr houata ia«t arcr 60 
rtald«ttta tet ooald hooaa taaa ihaa half that lam t i x on aa 
XCPAb iMiv* tbo aoaqpamtOa fisvara la |60«000 par p«raaa por 
rmt^ VXmm lat aa kaow if naa «om alatate la iicr flroroa* 
or la mlr«i* of thaa* And l hava ta aooola4o« aadar yrao* 
Mt aMOflptloeat that wa sSUOL «po(^ aoMft ttat athioal aa 

M9 othar pvMla pailiqr t ww< i M% 3MI if thaaa fU«roa ava 
rlahtt th«i ploaaa ooaiiaor atat thU anaa for tlw fatara pro- 
Tialaa t Mrviaoa for m^MU y rataydaA piaaiaa la Owa mtl t a l ^ 

mnU X M ttrack tr tho H i ja »ia » laok af laasMtlM ia 
tha baiSsnt* Ttea otpaytMak aotaa to ta aafcl m faa Misra mtA 
btttar or the aaaa* To tho mUm tho^ ao»ro to » i«n^ 1 o tt i^ 
a radKttlcQ is tiM also af tha Txaialas ffohe^ tliat«a hooaoaa 
«a lAMnt to aiyift tho roglaaa l aoatara* aMih art la oTTaot a 
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font #r ttlttl»lnttlttatlm« rhm portion oT th9 bO(!e#t ftlXMit#d 
to iaaomtlro oomajaXtT^tm99d B^rrXonm mippmxw to bo Inflnltooi* 

And f IniOXr* X would ajSc what iodoptndont ootoroo* or mm^m^ 
<9k» wo hjrro to omUo us to bo foro thst tho bodeot sobKlttod br 
tbo Doportistnt vUX pxovldt trfootlTo o«rrloof» otroro oooo 
roMomblo i>roop«ot of aoidoTli^ tho doeoroo of dttoo t lt u tiowOi^ 
•ttttoa thot im both povotblo ud dMlxt lo» or tfait tht 3t«to lo 
mXltm tho mot tad b«ot uoo of it^uxao oxportlto to dorolo^ 
ooro «rrootlYo nvtvorko of oooooHt^bMod oorrloto la tho oo»» 
oaalty? I oa sq$5ootliis thoft thoro im vido dl<»£ri— mt mi^ 
tho ospoTto AO to whftt lo potfilblo* thot tho Dop«rtMit*o bs£so%^ 
oo dlstlAot ftom Ito phl X o o > » hiy» oppom to opt MbotMitloUy foo 
th« laotltntioml «Md of t)»o oootlxuiM** and tbot no »Md to 
doTvlop MOO bAtlo fbr publio poXi«3r dooXolotio thot lAOoxpontoo 
o STOOitor diYortlt/ of poxtpootlTO. 

AO X oold Murllor* I npport tho do«iro of oU tho othto 
poronto In tho 3toto to hoyo tho bo«t ooro pooilblo thilr 
ohlldarw* X mm thortforo mx^rtir^ In c«McroI to«w» of tho 
PTopoood QKB bad«rot« Ditt X <lets«t thlak thoro lo o^r i«r f^ m 
tnttitetloo to profldo %h% )dtt!o of foppori Md otlMlotioA 
vhlth vlU tnoUo IndlvldMa to oohlovo tholr miIw 
doTolopMstol X%yniU Kr ovtontlvo •xportMoo ^rltli »^t<iUtrlo 
tattltotlon*; or «t«dioci •f tht llt«cttt«ro« and or C«l f ••CUiVs 
oo o porooii Mod f«l$Mr all lool tm to mmI ar iHllilW %o bo Ic 
a po«ltlo» to lito o«t hot UTf %M tho iiojaiy of oldKn^^a»Xo 
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Twtiiionr of »ot)ert Both 



«f ftU )cltt!5« do I Jtti dinur^mxl whan I txr to proj^ot this 
bGuls«% Into tho ftitxir«« ifhcoro it apfpowrs «7 dAoshtor vottl^t 
bmeflt fxos* and loQoM vlll rogtulro. sorrtoos ntdoh not 
mXmt In tho oomtixitx, Tho poropovnd Mdsot dooit not wpnpmx 
to pioTldo cnoh rooa x*or hop« In thl« r«»i>^t« 
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comncTzcur AssocunoN roR mARDCD cmms* inc. 

15 Hlfb Strtett B*rtfor(i» Conntctlcut 061O3 



CAM T»»tlmocar _oo Project ChOfmct i;p<Ut» - Ke«ld>^lU Bmlw Ccnpoo»at 

Pruttnted ftt Public HmtIbc h«ld tQr I>«pi« of MentU BtUnUtloa, 
Itecanbtr 7, 19T8 — Ce<Urcr«it Horpltal, levlngtoD, CT. 

: mm Ui«Xla Boran of Guilford, Pr«tldent of tht Connecticut A«iocUtloQ for Rettxdtd 
Cltlte&jit loe* ' ^ 

Berort I ■t4rt roKArki on tbt Pltn Ititlf • I vould like to txprttt my r^tt 
•bout tbe tl»ln« of thli Public He«rlD«. Startlnc tc«orrov» Bany le«din( autborKUt 
In tht f leii of K nt«l retardation frco acroat the country viU b«<ln arrlvifif In 
Hartford for a loo«-planned Matlonal Syapoilut* oa Riildential Serrlcet for Handicapped 
People. It vould undoubtedly hav« btca valuable to eeek tbe Input of tbeea acknovled«ed 
•Xpert • wbiU ve ver« fortunate mxmih to have then In Connecticut. 

AIao» X vruld like to expreee our concern and •eoeltlvlty to tb« fe«r^ of th« 
paxeati of retarded people nov ll-vlnt •t the larse training ecboole. it !• r«cr«tt^bX« 
that tha Departa«nt*8 plana» as they prof reined, couid not have been ehared In amMll 
croup aattlsfta lo that th« ebock of the Inetltutlooa Dumber reduction could Uva been 
•ddrtiaed*, explanatlone aod deUUed plane could have been preeented to theee par«nte 
to htlp alienate soiA of ibe feare and anxl«tlee tbey nov feel. 



t«b Connecticut Aesoclatlon for Ratarded Clt Irene le In fUU a«reoaent vttb tbe 
D^pertjsent of Keotal Retardation* e ttateaent publlebed In the original Project Cballens« 
In 1973 « I would like to read that etatment novt 

- .HUtorlcaUy. It it DOt\<oo »any yeare paat that eoclety'e xioet en- 
ItShtened afltver to the problea of vhat to do for the mentally handicapped 
poiwluion vae to develop Xe^"?;* complex Inatitutlona, In moet caeee far 
rtsaoYH froa the eyea of the general public » and allesedly to provide a 
deoeat life for thiee persons vlthln their ovn cloeed coteunlty. 8uch a 
solntloo did not vork, but indeed brought Into the lives of these people a 
dehua*nlmln< process vhlch further reduced their fuuctlouin«, and this Is the 
prinelpiil issue that ^e DW? Hm«-reiite plan addreeees Itself to. 

"There la no slapl^ ansver to planning » future for more than kJ.OOO mentally 
retarded people in Connecticut but the courts of the land, end the people 
vho h«ve given great thoutht to this leeue — not only the parents, but the 
proftislpoals aa veil, have strongly Indicated and pressured a course of 
actlco vhlcb enaurse the rights of the mentally handicapped peraon to live 
In pertna rjhlp vlth bis f«i i« v beings . To make any other decision vould be 
lo turn avay from thla central iaaue and to thereby aesk an expedient and 
dem«tftlD« proceas for avoiding a major social and legal responsibility." 

The crttflaa Project ChaU*^e defined, on pages 6 through 9, soma ^5 clear, veil- 
etatid goala. Tbe majority o^ these goals vere faally and cccmunlty orlented» and, 
unfortunately, most of thea have not bean Implwented. 

Do«« tb« 1978 Project Challenge update adhere to the original phllosophyT Are the nev 
goals «• desirable and cl early-do fined as tbi original oneeT Ve sutmilt that th« ansver 
to both Qusstions la "no.** 
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Tb« Connecticut Asoociatlon for Ritardc4 Cltitent coUo upon the Depart ent of Mental 
K*t«nUtloQ to re->«ffirTa its support of the philosophy it to orticulotcly •xpritied 
in 19t3» and to cocnit l^i energici and reoourceo to ixaplaaentioa the goala it dofintd 
■o v«U at that ^lae. 



Rcpre«entotiveB of CARC lerved on the Task Force charscd vith dcvolopine thlt 
Finn and attended all neetinsa. However, oxir opinioo, vhcn it differed with the Deport*- 
aont, vai not adopted* Wi tubnlttcd tvo ninorlty ruporti* neither of vhlch vai adopted 
M a port of the Plan. Tbetc report! arc ottohcod to our to»tii»ny, Vhen wt vere In 
disaereeaent, vo verc told that ai CARC ocahert of the Task Force, we vculd have the 
opportunity to comacnt in vrlting and at a Public Rearix>6 on those ioau«i of concern 
to ui, and vc will do oo todoy. 

Firit, however, I would Xlke to itreie that vt ore Id aeremeot with that aepect of the 
Flan that encourCMSos cocxnunity living for retarded people. We alio oupport the 
recoenitlon of the private, non-profit sector at providers of retldcntiol prosrozM. Ve 
thlZiX zaore detail ibould have been provided on the uic of the private sector, such 
the leeoJL occount^billty /or reoldenti, funding nccbonina, etc., such Infomatioo vould 
have, «Moa« other thlngi , answered iccno of the parent 9* coaccms about the locurity for 
their children. 



I will hi5hll«ht briefly soae of cur major concerns vlth thla PUn: 



The Plan, by the iapllcation and design, vlU keep abv^t 2,000 persona in 
laititutloni ond nurslne hoaes, even if the Plan were succasafuli and^ in order to 
do thli, the Plan cnlli for the expenditure of oony DlUiona of dollaro for 
conatructioo at the Instltutiona, iocludlo^ eight new buildiDge on the sroundi cf 
Hons field TrainiOG School. 



2 There it on lapUcit assvraption in the Plw that leas severely handicapped persons 
have thi right to live in couminity settings, but that c&ore severely handicapped 
persons do not the > In theac soae lasic rights. 

Z thM Ploa Qot only colls for hundreds of retarded porsoas to reanin In nursing h0Qss« 
but ulao allows for the continuation of such ploceaents. 

\ In point of Tact, the aisibor of people who will live in the cozanunlty and the nunber 
who will rcnain in institutions and nurulng hoQct under ihls plan sppcax-s to be 
deteraincd by the expedience of vbtainixxg federal dollars rather than by IndividuoX 
assesacenta of the retarded persons involved, 

5 Tiao const rain ts placed on the ncmbcro of the Task Force prevented Individual 

asseosnenta of ritardcd people now residing within the systen in order to deteralno 
what an appropriate resldyntial setting vould be for then in the future. 

6. Tiac constraints placed on the lask force ncnbers alco prevented neabers froa 
dsteroinlnc t.he nuabcr of retarded people living In the cccTtunity vho would need 
rssidentlal xtlacencnts in the next five year 11 . Even without this necessary data, 
howevsr. It io spparent that thie Plan docs not provide ony real expansion in ths 
nunber of available places for people to live. 

t There is no etapboslo on nalntalninH a retarded child In his natural resideace* the 
f tally hooe, by providing services to the child And support services to the fonilies 
suon at ^ parental subo Idles, respite care, foaily counseling, etc. 
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Po«e 3 



8. Theri is too little enph^oit oo th« next beit rctldcntlol placenent, the fotter or 
wloptiYC hcoe — »«oln vlth icnriccs to tho child and tr»iniiV5 and tupport •ervlcot 
provided to the alternative fonily. 

9. Tb« Ttisk rorco» prpbaUj o^in due to unrtalittic tine conttralntt» did not include 
oany State and lociOlf private ond public o«enciee and officialo who vlll ultinately 
need to yooperate in ite iaplenentatioo. 

10. The eteps in thle Plan ar« not tied to definitive tinelinw or to actual dollar 
iapGct. Thli vtti not dono in the or^.ginol Project ChQllen«o Plan in 1973, or the 
Update in 1976, and my at lea»t portioUy account for the fact that tho Eajority 
* of reccciaoodat lOQi in those tvo docuoento have not been inplascoted. 

lo cloelnst Day I point out that there ore in Connecticut botvecn 50,000 and 100*000 
rttorded children and odulte, nony of whoa vlll require • oupervieed livinc arrongc- 
neat for at Icatt a portion of their llvci. DKR facilities now bouio fewer then ^i.OOO 
rftsrded persons at s cost that excecdn 90% of ite entire budget. How caa the very 
options that we all leek be iaplecentedf unless the nmds which DtlB boa to use aro 
sUocated in a aoro e^ultablo oonnert 

Vs urge ths Dopartoent and other Stnto o^encies involved to realise that fio acceptable 
Plan vould havs to oddreas the entire population of ncntally retarded pcrsono, and in- 
sure that every ploccQcnt, whether froo the institution or froo the hone, would bs to 
a nortaAlised* hoce-lilie envirocaent vhsro par'into could rest assured that their sons 
vA daughters would reoeivs the core «nd training tbot would enable thcaa to grow and 
dtvelop wid to be secure In the future as o it i tens of tho cocaiunities of our State. 
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Mrs. Sandahl. Now let's consider what the residents of our State 
institutions get for that $43,000 that it costs to keep them there in 
the ICF program, for example. Let me say I believe there are some 
wonderful people working in those institutions, but I also have 
seen over the vears how often the very nature of the situation has 
consunried its brightest and best staff. 

The turnovdf rate of 50 percent of staff in the first year speaks 
for itself Frus^tration and limitation are built into those million- 
dollar behemoth "cottages,'' as they call them. 

My 33-year-old profoundly retarded son has spent 26 years at 
Southbury in various levels of purgatory. I have learned that it \s 
not the rolling hills, not the Georgian architecture, not the rug on 
the floor that counts. It is what is going on when you walk, unan- 
nounced, into that place at, say, 10 a.m. on a Tuesday morning, and 
it is usually nothing. 

Peter has logged years in 40 resident wings where clothes were 
an exception and 1 staff person might be seated at the door. In 
such cases, there is little or no staff interaction with the residents. 

You could count on the fingers of one hand the months he spent 
in school over 26 years. At Southbury, they lose a teacher and they 
hire a fire marshal. Peter's parents pay taxes in New Haven. Why 
can*t he use the services of New Haven firemen? He, too, could live 
in a group home. 

I have numerous friends whose sons and daughters have re- 
gressed after a few months in the large institutions. One couple I 
know found that their two sons, both ambulatory when they went 
in, lost the use of their legs within a couple of years after entry. 
The father figures that even though his sons are in an ICF facility 
they get 6 minutes per meal to eat because that is all the staff time 
available to hand-feed them. 

Several times broken bones have not been explainable. When 
complaining to the medical staff, the parents were told to take 
their children home if not satisfied. Many children there lose 
speech. Others lapse into spaced-out states or fall victim to self- 
mutilation, as my son hag done at times, due to lack of stimulation 
and boredom. Others are maintained on doses of psychotropic 
drugs and chemical restraints. 

We have been luckier with our 31-year-old daughter, Tina, a 
victim of Down's Syndrome. She went to live in the Ne\y Haven 
Regional Center at 17. Her life has been much more active,. though 
her abilities are no greater than Peter's. She lives in a "oottage" of 
17 persons. Every day she goes out to an activity class of §ome 
kind. Trips are frequent and the N^orld cheerfully trails in and Qut 
of the center. We infinitely prefer the regional center to the trail- 
ing schools but it would be cheaper and Tina could have the same 
services if she lived in a group home. Then some of the 41,000 
other retarded persons in our State who need more serviceb might 
share some of the resources. 

You can tour Southbury *s hilltop cottages and hospital and see 
many deformed, contractured bodies. The staff do their best, but 
you heard experts yesterday say that mass institutional care is 
never going to do what is needed for those people. 
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Individual training homes and intimate special-care facilities, 
like Omega House, can keep these people from getting into that 
state, and to think it would even be cheaper. 
Many say, what are we going to do with people who are injtitu- 
Jf^^ tionalized? The State has a heavy investment in those stately 
buildings, the sewage plants, the laundries, greenhouses, staff 
homes, and so on. There are parents who are firmly convinced 
there is no other safe depository for their children. 

But I am not so much concerned with the present status as with 
the lack of clear direction for change in the future. Almost a 
decade ago Governor Meskill promised that within 2 years our 
State would have 100 group homes. Today, there are only 27 State- 
run homes and 35 private facilities. 

If we get one out of the current budget it wi^ be a miracle. 
Meanwhile, these are the hard facts. Only 4 or 5 percent of mental- 
ly retarded persons are in Connecticut institutions today but 70 to 
SO percent of the current budget goes to support those persons, and 
of the $66 million in rebuilding and bonding dollars spent by DMR 
to date, onl> $6 million has gone for community facilities, and over 
half of that is really going to perpetuate institutions, as in the 
building of "group homes , if vou can call them that, on the 
grounds of the Hartford Regional Center because there happens to 
be land there. That is a travesty on the community concept. 

Finally, even if Project Challenge should ever be fully imple- 
mented, which is by no means certain, the net decrease in our 
institution population will be only to 2,800 persons, and there will 
still be all those people in nursing homes around the State. That 
will still leave Connecticut with a very high rate of 
institutionalization-three times the national average. 

And worst of all, the provision of 120 new beds at Mansfield, and 
the ICFing of numerous institution cottages will perpetuate for 
perhaps another whole generation this regressive and far from 
least-restrictive environment for haple&s retarded people. 

Fifteen years ago m> husband was mental retardation planner 
for the State of Connecticut. He and countless committees drew up 
plans for comprehensive services to the retarded persons in our 
State. And chief among those plans were newer, more human scale 
environments for those persons. 

He quoted Robert Frost, saying, our State had "Miles to go 
before we sleep.'* In my opinion, Connecticut has been sleeping for 
the last 15 years. Many other States have passed us and left us in 
the dust. 

I would like to quote part of another poenri by Frost, 

Thk Road Not Taken 

I shall be telling this with a sigh 
so mf where ages and ages hence. 
Two roads diverged in a wood and I, 
I took the one less traveled bv 
and that has made all the difference. 

Somewhere we have taken the wrong turning. The future of 
retarded and handicapped persons surely lies closer to us, not 
farther away on rural hillsides. Bringing them back into our hearts 
and communities involves risks, sure, some to us and more to 
them. But any full life involves risk. If they are to spread their 
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wings to their widest possible extent we have to give them every 
opportunity to grow. 

Let's go back to where we somehow got off onto that wrong turn 
and set out again once more. 

Senator Weicker. Thank you very, very much, Jeanne, for very 
eloquent testimony. 

Next, we have Jim Rebeta, the Parents and Friends of the Re- 
tarded, Bridgeport, Conn. 

All right, Jim, I ani going to try to keep you to the 10-minute 
rule, if I can. I haven't done very well at it this morning so I am 
not going to lower the boom on you, but we do have a couple of 
more witnesses and we are going to have to recess the hearing at 
12:30, so I would appreciate it. Do the best you can. I am not going 
to stop you. 

STATEMENT OF JIMJiEBETA, PARENTS i\WD FRIENDS OF THE 
RETARDED, BRIDGEPORT, CONN. 

Mr. Rebeta. Senator Weicker, Mr. Doyle, my name is Jim Rebeta 
of Trumbull, Conn. I am the parent of a 32-year-old mentally 
retarded daughter who has had experience in various facilities in 
the States of Massachusetts, Missouri, New York, and now, of 
course, in Connecticut. 

She is a member of the Kennedy Center Workshop in Bridgeport, 
a client thei*e and also is a member of Maridot Manor, one of the 
group homes that is operated and run by the Parents and Friends. 

For myself, I have been on the boara a number of years of 
Parents and Friends and am entering my third term as president, 
and I say that not to illustrate any degree of expertise but merely 
to add some perspective to my remarks. 

Thirty-two years of experience with a retarded child and also 
experience in four different States and 7 years here in Connecticut. 
Allow me to be bold enough to suggest that first and foremost, we 
need to effectively identify the problems of the retarded in Con- 
necticut. 

I know that we have a marvelous program here. We certainly 
are not behind any of the other States with which I have had 
personal experience, but, nevertheless, I do indicate that we do 
need to identify the problems. 

We do need to evaluate the needs of the retarded and to formu- 
late a realistic and all-encompassing program of action for the 
retarded if we are ever to seek a viable solution. 

I know that my comments will shock some people and infuriate 
others who feel that they know the problem and they have the 
solutions. However, when I can hear the so-called experts point out 
and advocate educational mainstreaming of all retarded and 
deinstitutionalization across the board, elimination of all institu 
tions, then I know we are far from knowing the problems of the 
retarded and we are far from really having the answers, as well 
intentioned as these experts and professionals may be. 

You will note that I introduced myself as a parent of a mentally 
retarded daughter. I did not sa^ that I am the parent of a develop- 
mentally disabled person. This is a beautifully sounding xights 
defending term that has been concocted and is being used and I 
can't help but feel that is just 3>mptomatic of our problem today. 
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It is beautiful sounding and, just like some of the solutions that 
are being advocated, they are solutions that really have not been 
tested. Again, I say, our basic need is further study and evaluation 
and, really, the identification and determination of the needs of the 
retarded. Otherwise, we are merely going to continue to provide 
band-aids where perhaps major surgery is needed. 

And I would like to use the example of our own Kennedy Work- 
shop, if I may, to illustrate this point. When we receive clients 
there, and we have 240 of them now, we start out, regardless of 
where they may have been — the public schools, at home, in the 
institutions, at a regional center, wherever— and put them through 
a 3-month period of evaluation and testing. 

I say 3 months because that is the minimum. It may often go to 6 
and 8 months, depending upon the attention span of the client. As 
you know, in many instances the client can only take about 10 
minutes of review, consultation, and testing, and the interest span 
is gone. It is' over, it has been reached and we have to call it off 
there and come back the next day. And that is the reason why we 
feel that under no circumstances will we ever know the problems 
and the needs of the individual retarded client without, this kind of 
evaluation. 

For anyone to sit down, regardless of how talented and how 
professional, and think that in 1 hour, perhaps 2 and the filling out 
of one form, they can automatically know the needs of this individ- 
ual is just another indiciation of some of the problems that we 
have. 

So, we do need to take time and have patience with the retarded. 
I would be remiss if I didn't point out that we need to discus? 
funding and basically stability in funding because, hopefully, sorve 
degree of stability would come from these hearings and from tne 
evaluations of which I speak, because today there is too much time 
spent by our staff in second-guessing the authorities, too much 
time spent in interpreting the various regulations that are changed 
quite often, and also too much time in determining just whF*t it is 
that is expected of us in terms of compliance. 

And, of course, the adequacy of funding is another point. It 
certainly should not be on the basis of the loudest voices or the 
most professional presentations but should be on the basis of in 
vestment in people and also a determination of the nc^^^ds that are 
required, and not necessarily— and this may be of seme interest to 
you -it doesn*t necessarily need to be in ever-increasing amounts 
or larger amounts than before but we do neerl to learn how to 
spend our money and the available funds more wisely. 

And, again I say, evaluations and studies are needed to deter- 
mine the overall needs as well as the personal needs of the clients. 
In terms of institutions, I feel the basic need here is to maki^ 
certain that we have qualified staffing and that v/e eliminate the 
abuses that, incidentally, are held up as examples as to why we 
should eliminate the institutions, and also the development of fif 
fective programs of education and training for these individuals. 
^ It may be shocking to the audience to know that within^the last 
•^2^^ weeks I have been in receipt of a memo at one schoor in Con- 
^n^ticut, a memcuto the staff saying that from this pint on— that 
Srjust 2 weeks ago in the year 1981- that school will no longer use 
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bar soap in the mouths of the retarded, nor will liquid soap be 
squirted down the throats of the retarded from that pciint pn as 
corrective devices and as a means to stop any extraordinary con- 
duct on the part of the individuals. This is the year 1981 and those 
practices are still continuing. ^ 

And, yet, I dc not advocate that we eliminate this school or close 
it by any means, but rather that we stop this kind of nonsense, get 
qualified "people who don't have to resort to such tactics in order to 
keep control over their clients. 

Senator Weicker. This is a normal public school or private 
school? I am not trying to get a name here. 

Mr. Rebeta. a public school that has a number of classes for the 
retarded. Obviously the staff people involved were not up to the 
problem and apparently had heanl somewhere or read somewhere 
that this was a practice that could keep the retarded under control. 
Of course, what t may have read may have been something that 
was vintage 50 or 60 years ago. 

Again, I would emphasize the need for further study and evalua- 
tion o;i the part of an unbiased panel, a panel that involved all 
facets of interested people in this community and interested people 
in terms of this problem so that we get to know basically what the 
problems are and we get to come to grips with what the real needs 
are and then determine whether or not the institutiohb are the 
answer, and what size institutions and how we can use some of the 
other recommendations that have been offered at these hearings 
and use them most wisely. 

I personally feel that there is room for all of the facilities that 
we have mentioned, community training, the group homes, the 
regionftl centers, the large institutions only because of the needs of 
the individual. 

I understand from the signals I am getting that I have stayed 
within the 10 minutes. Thank vou very much. 

Sjenator Weicker. I certainly have to thank you very much. I 
appreciate it. 

Next, Mrs. Erlich of the Easter Seal-Goodwill Group in New 
Haven. 

And then, we will conclude after Mrs. Erlich*s testimony with 
Bob Holzberg. You will be following Mrs. Erlich's testimony. 
Welcome, Mrs. Erlich, and please proceed. 

STATEMENT OF MKS. ERLICH, COCHAIKMAN. PARENT GROUP. 
WORKSHOP ACTIVITY PROGRAM. NEW HAVEN EASTER SEAL 
REHABILITATION CENTER 

Mrs. Erlich. Thank you. Senator Weicker. 

I was asked to come here because I am the cochairman of a 
parent group for the workshop activity program at the New Haven 
Easter Seal Rehabilitation Center, but I speak more personally a 
parent of a 27 year old son v*ho is mildly retarded and also cerebral 
palsied and ^^ho, until 3 years ago, lived at home and now lives in 
a group home. 

For the past 9 years, Seth has been, at least 5 hours every day, 
at the rehab center in some sort of a workshop setting, first as part 
of hi& educational serviccb from the New Haven School System and 
now as part of the work activities program. 
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There are about 155 people in the program and they do all kinds^ 
of minor assembly work and perform rather simple tasks. They 
learn these tasks. They earn according to their productivity and 
they learn how to perform in a regular kind of work. 

Many of them live at home. Some live in group homes. Those 
who can use public transportation to get to work and, the most 
important thing, they feel they are part of the community. 

Of course, you know about the threat to the budget of workshops 
such as ours, and that means that these clients-^and they are very 
well aware of it and may someday not have a place to go, not have 
a place to work, and not have a place to feel as if they are worthy 
of something. 

As a matter of fact, right now ther^ are too many people on 
waiting lists who can't get into the workshops because there is no 
room and no money to accommodate them. Personally, for my son 
the workshop ib a place t6 learn, to socialize, but it is also a place 
of great frustration. 

Most of the work that they get to do requires small motor control 
and this is where he reall} is in big trouble. But, despite endless 
frustration he keeps perservering and his failures, as well as his 
successes, are a very real proof of the need for such workshops and 
the need to develop even more expanded programs in them. 

There should be exchanges of staff and services with workshops 
around the State and even around the country. There should be 
wa^*^ of developing products that the workshops can produce, or 
services that they could perform that will insure them of work and 
a place to go when they can't get things from the outside industry. 

Until 3 years ago, as I mentioned, Seth lived at home and I think 
he was reasonably happ>. But since then he has been a resident of 
Friendship Gate, a group home in Hamden, Conn,, that is incorpo- 
rated by a group of private individuals who are interested in this 
kind of service. 

Friendship Gate has changed his life and ours. It has helped him 
develop beyond anyone's expectations. He is his own person. He 
makes his own decisions, his own mistakes and his own achieve- 
ments. 

As a parent, I believe that group homes, as well as large institu- 
tions and anything in between, are all needed. Whatever is most 
appropriate for that individual is what should be available to him. 

Of course, it would be an ideal situation if we could have all of 
these facilities, group homes for those who can benefit, respite 
facilities for people who live at home but whose family need to 
place them temporarily for short stays, regional centers and places 
like Mansfield and Southbury, which serve those who are be^ 
helped by those programs. In other words, let the facility fit the 
need and not the client fit .the program. 

Senator Weickkr. Mrs. Erlich, thank you very much. You 
summed up the feelings of a good many of us in this room. Thank 
you. 

Next, Bob Holzberg of the State Office of Protection and Advoca- 
cy, accompanied by Sharon Johnson. 
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STATEiMENT OF ROBERT HOLZBERG, ATTORNEY, STATE 
OFFICE OF PROTECTION AND ADVOCACY, ACCOMPANIED BY 
SHARON JOHNSON, PUBLICIST, STATE OFFICE OF PROTEC- 
TION AND ADVOCACY 

Mr. HoLZBERG. Good afternoon. Senator. I am Robert Holzberg, 
for the record, and with me is Mrs. Sharon Johnson, who is our 
publicist. 

First of all, thank you for the opportunity to appear here, I want 
to begin by clarifying a comment or statement that was made 
earlier by one of the previous witnesses concerning the Governor's 
council which purportedly was not providing representation on 
behalf of the Friends of the Training School. 

I think the lady had in mind the advocacy office. I would like to 
take this opportunity to explain that. We are involved in an 
amicus capacity in the Mansfield lawsuit. That decision came after 
our board of directors studied the matter and considered the op- 
tions over a long period of time. Indeed, I dare say, many com- 
plained that we were vacillating. 

In any event, after careful consideration a decision was made in 
terms of the lawsuit. Because of that we feel, and I am sure you 
will appreciate this, Senator, as an attorney that it would be inap- 
propriate aji the same time to be representing the opposite position. 

I hasten to add, however, that we have no difficulty in represent- 
ing any person who is retarded or handicapped pertaining to issues 
which are not involved in the Mansfield suit. 

Senator Weicker. I find that rather difficult, counselor. It seems 
to me that everything is involved in the Mansfield suit. 

Mr. HoLZDERG. To the extent that this suit calls for a— let me 
put it this way: There are issues involved in the care o( persons 
while they are at the institution; for instance, obtaining certain 
services, or being denied trip privileges. We feel comfortable in 
serving as an advocate. 

However, when we were called upon to represent a parent in 
their quest to have the training schools remain open, or continue 
in perpetuity, we feel that is in conflict with the plaintiffs position 
and the amicus brief we had filed. 

Senator Weicker. Who made the decision that your office should 
take that position? 

Mr. HoLZDERG. We have an advisory board, sir, and it was they 
that after a careful consideration of the differing viewpoints, made 
the decision. And, by the way, I believe it is a fair cross-section of 
the community. 

Senator Weicker. Does the public law that set up your operation 
permit for this type of an operation where there very well might be 
a conflict of opinion within the group that you are meant to serye*^ 

Mr. Holzberg. Yes, sir. In fact, I was going to get to that. I think 
it was finally their judgment that it would be an abdication of our 
responsibility were we not to take a position. The DevelopmeWal 
Disabilities Act which, of course, charters us authorizes us to get 
involved in representing, advocating, and investigating matters 
pertaining to handicapped citizens. 

We have a State law which is roughly analogous to that and it 
also authorize us to get involved in lawsuits. Unfortunately, it is 
impossible, I guess, to be all things to all people and, based on our 
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judgment, the judgment of the advisory board, the most fruitful 
position for the office to take was in its amicus role. 

I understand it is a very delicate, sensitive issue but feel that 
it is something we have to do and it would be remiss to sort of sit 
on the sidelines given the allegations which were raised. 

We also are prepared 

Senator Weicker. Where does this leave the parents, as far as 
the council is concerned, that have a point of view that the institu- 
tion should stay open even if for limited purposes?"Where does it 
leave them? 

Mr. HoLZBERG. I guess they are in the position where they are 
now where they retain Joel Klein from one of the large Washing- 
ton law firms. 

Senator Weicker. I think what bothers me is that you are par- 
tially funded, if I am not mistaken, by Federal funds. 
Mr. HoLZBERG. That is correct, sir. 

Senator Weicker. Why don't they have the same rjght to repre- 
sentation in this matter. 

Ms. Johnson. If I could attempt to answer that. Senator, not 
being an attorney but I was with the Office at the time that we 
made the decision to enter the lawsuit as an amicus and both our 
State and Federal mandate discuss very succinctly the fact that we 
are established to represent handicai;ped and developmentally dis~ 
abled persons. 

We based our decision, our board's decision, to enter the lawsuit 
on perhaps approximately 18 months of research that was done by 
in part contacting other protection and advocacy offices. There are 
7)\ P, & A. offices across the country and territories and doing quite 
a bit of research into the types of programs that you saw yesterday, 
the types of slides, the types of evidence that was given yesterday. 

Based on that, and based on also the fact that many of our staff 
had been former employees of either mental health or mental 
retardation institutions, based on the experiences they were able to 
give to the office and to the board, and based on the experiences 
that many of the parents on our advisory board had had in the 
social service system in Connecticut, that is precisely hov we en- 
tered the lawsuit as an amicus on the side of the plaintiffs. 

Senator Weicker. I still don*t understand where that leaves 
these people who have their children in the institution and want 
their children in the institution. They are, in other words, specifi- 
cally covered by the public law which sets up your institution. 
Where do they go? You are telling me they go to the private sector. 
That is not what the law contemplates. 

Mr. HoLZBERG. Senator, I think it is a very difficult question and 
'I want to preface my comments by that. 

Senator Weicker. I am not going to get into the legalities now 
but I think it is manifestly unfair that a law that was meant to 
serve all is only serving a few. What I am saying to you is I think 
you probably should have stayed out of this. 

Mr. HoLZBERG. There was much 

Senator Weicker. I am not saying you should have taken their 
side. And I am deeply concerned that we have this commitment 
from Federal funding which is geared toward an entire group and 
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you are using it now to favor a portion of that group against 
another element within the group. 

That was not contemplated by the Federal law. It was contem- 
plated in the sense of representation of the entire group, vis-a-vis 
the rest of society. 

Mr. HoLZBERG. May I respond to that, Senator? 

Senator WeickeRj There is no point in expanding these hearings 
to^ get on to this point but I think 1 am, just on the basis of 
fairness, regardless of my personal feelings— when we made this 
commitment it was to assure that there would be an advocacy 
outlet for the parents of these people. 

And what you are telling me here today is that a portion do not 
have that outlet. 

Mr. HoLZBERG. I am afraid that the problem is accentuated be- 
cause of the intense emotion and the difftculties of the losses 
sustained. 

Senator Weicker. I am not emotional, I am just talking about 
vhe fairness of the proposition. 

Mr. HoLZBERG. It seems to me that that problem arises even in 
issues which are not as, shall I say, provocative as this, or as 
difficult to resolve. Yet, there are always going to be those who 
wish something that will be an opposing point of view. I am not 
sure how that is resolved practically so that 

Senator Weicker. I think we would both agree that probably if 
you want to take a head count — and I don't think a head count is 
particularly important as are the equities or the legalistics that are 
involved here — but if we want to take a head count there is prob- 
ably a pretty close division here in the sense of numbers. Numbers 
shouldn't be fhe issue anjrway. 

I just don't see how you got into the middle of a situation that 
obviously is of concern. I might add this: I very well might have my 
own ideas that indeed the State should press forward with the 
newest forms of treatment, of housing, of programs. I am not even 
arguing that point with you. 

I just feel there is something manifestly unfair when you have 
been put into place to serve all that you decided to serve only a 
segment of all. That is what bothers me. 

Ms. Johnson. If I can just interject, we do believe that we serve^ 
all developmentally disabled and handicapped people. We do nof 
serve;— we were not mandated to serve the parents. I really think 
that is an important distinction. 

Senator Weicker. Well, I will tell you, we are going to have this 
out. I have ^ot reauthorization hearings coming^p and I will^ see 
you both then. I will want a damn good reason as to why this is 
going on. As I said, and I want to repeat, if anything, I would say 
that I have been deeply impressed by the testimony of yesterday. I 
am not going to say that I haven't been. 

But I also understand, I think, the situation qf tho'se that have 
testified today and those, I might add, who have been in the middle 
of all of this have indicated to me, those that really have no ax to 
grind or, indeed, fihve children in circumstances that are best 
served by the group testifying that it requires all parts of the 
spectrum to be in play. 
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And all of a sudden, this board is coming up here saying, "We 
are going to close the institutions". I haven t heard any testimony 
to that extent, none. What kind of testimony did you hear? 

Mr. HouBERG. First of all, the position of the amicus brief was 
not to close the institutions. I think that is not an accurate repre- 
sentation of what the lawsuit is. I appreciate your concerns. 

I guess I have a few more minutes left. 

Senator Weicker. You have enough there. I am not going to take 
away from the time of your presentation but I want to repeat that 
I am going to do everything I can in those reauthorization hearings 
to make certain that the advocacy function is one that is executed 
on behalf of all those within this particular community, all those, 
in the sense of the retarded and their parents and legal guardians. 

For the advocacy office to go ahead and choose up sides on an 
issue such as this within the community, I do not think fulfills the 
intent of the law. I am beginning to understand why it took 18 
months to come to a decision. I suggest that anytime you get into 
something that takes that long to decide, chances are you shouldn't 
be in it in the first place. 

Anyway, go ahead and proceed and we will cover the matter at 
the reauthorization. 

Mr HOLZBERG. I will summarize very briefly. I submitted earlier 
a , written statement and I will just rush right through it 

I begin with this problem of appropriate— by briefly describing 
what it is we do in our office. In addition to this lawsuit we have 
represented, by our calculations, well over 500 retarded persons 
and their parents on a variety of matters. 

WhatJ would like to do is sort of distill those experiences which 
we have gleaned from representing the various retarded citizens 
and highlight different problems which have appeared to us. This 
is, by no means, an exhaustive list. There are certainly many other 
problems and needs, but some of the more recurring problems 
which we have seen. 

I have divided my testimony into two parts: The needs and 
problems of those retarded citizens in the communit}^ and the 
latter half of my testimony will deal with the needs and problems 
of the retarded citizens in the institutions. 

We have identified three major problems of the community treat- 
ment. One has to do with what we believe to be the inappopriate 
^ placement large numbers of retarded citizens in nursing homes. 
You heard yesterday the figure, which I believe is accurate. There 
are presently 700 retarded persons who have been placed, either by 
a family or by the State Department in nui-sing facilities. We 
believe that the large majority— and I think the Department would 
agree, too, based on their own assessments-^he large majority of 
these people should not be there primarily because they are in 
need of habilitation programs and the nursing facilities, unfortu- 
nately, are ill equipped to provide those sorts of services. 

One suggestion which might be fruitful is to take a look at the 
title XIX of the medicaid regulations to determine if and when 
retarded persons are placed in nursing facilities they ought to be 
guaranteed a certain level of services above and beyond the basic 
nursing services. I am speaking about habilitation programs now. 
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The second problem in the community has to do with wi it we 
believe is the current fragmentation of the service delivery sybiem. 
As you are aware, Senator, there are a myriad of services which a 
retarded person may need, ranging from educational to habilitative 
to housing, advocacy, et cetera. 

In assembling these services the retarded person may have to 
deal with a multiplicity of State, local and private service provid- 
ers. And it has been our experience that even a sophisticated 
consumer will often have difficulty negotiating his way through the 
system. 

This is made doubly difficult by the fact that a retarded person 
may not be that sophisticated and may have to endure various 
forms of discrimination. What we would suggest is a more intensive 
program of case management to assist the person in assembling the 
various services that he needs. 

In ConJIPt^Cut right now there is a model project to help elderly 
persons locate alternatives to nursing homes. This has proved to be 
very cost effective and has helped to reduce the placement in 
nursing homes. We thinjc the same principle can be applied to 
retarded persons so that they get the appropriate assistance and 
liaison to assemble the required services tnat they need. 

Finally, I would like to simply point out that we think that there 
is a need for additional services in terms of family support. It has 
been our experience that too many times families are placed in the 
cruel— are presented with the cruel Option of having to keep their 
child at home in situations which pose great stress and exhaustion, 
or place them in the insitution, and were there more support 
services the family unit could be kept intact, and in this regard we 
suggest two possible programs. 

One is a service subsidization program which would fallow par- 
\ents who have disableqchjldren to get small subsidies to help them 
assist in the care of tnelrtshild which is in excess of the cost it 
would take to raise a nonhandicapped child. 

And, finally, although Connecticut has made a beginning in res- 
pite care, we think more of th(itis needed. I am going to stop here, 
?<inator. 

Senator Weicker. I thank you/ very much. I am just deeply 
disturbed by what it Is *S '^t the Ctffice of Advocacy has done here. 
You are supposed to be representing a minority and now you have 
left a minority within the minority to fend for itself. 

Just out of curiosity, what are you going to do now if several of 
these parents have children or wards in the institutions which are 



are you going to do on their behalf if they come to you and say, 

"We want the help to keep our 

Mr. HouBERG. Do you mean if that is the final decision? 
Senator Weicker. No, that is the situation. 
Mr. HoUBEttG. If that is the situation then we will do all within 
our power to insure that they receive the best possible program 
and services in the institution. If that is the final word, we will 
obviously live by it and we will do our best within that context. 
Senator Weicker. Who is going to render that decision? 
Mr. HouBERG. I assume it may be rendered by the local district 
judge 
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Senator Weicker. I am talking outside of your lawsuit. It 'seems 
to me that you have already made a decision within your advocacy 
group asito which should or shouldn't bef 

Mr. HoLZBERG. Are you suggestiug that professional opinion 
should change in some way or there should be more unanimity of 
opinion that 

Senator Weicker. I have heard no* professional opinion around 
here that doesn't see a particular need for the institution, I am not 
saying the need, but a need. What happens to those people? They 
are now precluded, because of this action of ycur entering in an 
amicus, from using your office. Do you think that was contemplat- 
ed by those of us who set up the program? 

Mr. Hoi>ZBERC. If I can back up. Senator, I am not trying to 
deflect your question, but I don't think it is entirely accurate to say 
that they are precluded from using our ofTice. 

Senator Weicker. You are the one that told me that. 

Mr. HoLZBERG. Insofar as they request that we represent them 
on the other side of the lawsuit. Perhaps I didn't make that clear. 
We are fully prepared and fully willing and able to represent them 
on any other matter. We are not saying, don't call us, don't come to 
us, we can't help you anymore. 

We are just saying that having filed an amicus brief we are now 
precluded from representing you as defendants— intervenors. Short 
of that, \ye are fully prepared, willing and capable, I believe, of 
rendering vigorous and effective advocacy. 

Senator Weicker. Of course, the only thing that means anything 
to th^se people is you can't refjresent them. 

Mr. HoLZDERG. On that particular issue. 

Senator Weicker. That issue is the issue. That is everything. 

Mr. HoLZDERG. In some ways it is but there are a host of subsidi- 
ary issues which come up on a day-to-day basis. 

Senator Weicker. As I said, wiJLbout taking their part in this 
matter at all, just as an element of fairness, as an element of— as a 
recognition of the intent of the Congress I don't think this was 
contemplated. 

Obviously they have got their own attorneys. 

Mr. Holzberg. Right. , 

Senator Weicker. But if we thought everybody had to go out 
there and get their own attorneys we wouldn't have set up the 
Office of Advocacy. 

Mr. Holzberg. Sir, if I could iust make one more point. 

Senator Weicker. I am glad they can afford an attorney, but 
what if they couldn't afford an attorney in this situation? 

Mr. H0IJ2BERG. I know that sometimes the numbers don't mean 
anything but I just have to point out that this is not merely a 
Connecticut problem. ThijJs not to suggest that your concern is 
not appropriate but tht/8ntire protection advocacy system, with the 
exception of 1) offices,>^^ offices have filed a brief, an amicus brief 
in the Supreme Court iodeoendent of this case, the one from Penn- 
sylvania, so it is not a pi^blem that is indigenous to Connecticut or 
to our office. ]\ 

Senator Weicker. Again, counsel is correct. John tells me that 
wecire going tobpotrfiStaering all 30 when we reauthoiize. We will 
be. Tarn goin^Cjomake damn sure any reauthorization, should this 
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type of situation arise, that counsel is going to be available—you 
people wired yourself in, they didn't They didn't, they were put 
into this corner. 

They were put into this corner by persons who disagree and that 
is the right of those who disagre^ to hire their counsel and go to 
court. I am not disputing that. But now, the apparatus, the mecha- 
nism that was set up to guar^jxtee them their legal rights was 
denied them because that apparatus has become part of the suit 
filed by others. To me, it just totally subverts the whole intention 
of the advocacy portion of the legislation. As I said, without trying 
to judge 'the nierits of the situation I just think it is patently 
unfair. 

Mr. HoLZBERG. May 1 just make one more comment? One thing, 
do not walk away with the impression that our office, or indeed the 
other 4^5 States, you will hear this at the hearings and I don't have 
to t,.ke up much ti^e — has done nothing but be involved in this 
lawsuit. We have provided very important, I think, and useful 
advocacies for a 

Senator Weicker. Now look, you are a lawyer and so am I. Do 
you think?— 16t's move away from this case. Do you think, under 
the circun^stances these people now are going to come to you w,hen, 
in effect, you are the counsel on the other side of the largest case 
in their lives but they are going to come to you on other matters? 

Mr. HoLZBERG. We have received requests for assistance, sir, and 
it may be that there has been a chilling effect. That is entirely 
possible. 

Senator Weitker. I think that is the understatement of the year. 
I would say that is very chilling. I don't think it would encourage 
me. And, as I say, I don't want to attempt to judge the inerits at all 
and, indeed, it probably is true, the State should be pressing its 
advance in this area to a far greater extent. Maybe that isn't even 
the fault of the State. Maybe it is the fault of the fact that nobody 
wants to fund any of this. 

I think when Judge Barell made his comments that what we are 
really talking about here is a battle over funding, I think he put 
his finger right on it. But, as I say, my concern is with the original 
intent of the law as it related to your particular function. 

And this is no law, as obviously it is not your decision individual- 
1>, but I very much question as to whether or not this is what was 
intended, but this is what we can go into^ in the hearings in 
Washington. 

In the meantime, I did not mean to give you a difficult time. 
Mr. HoLZBERG. That is OK. 

Senator Weicker. You keep doing, obviously, what you have to 
do on behalf of your board and I will consult with m> board down 
in Washington and whoever has the votes will win. 

Mr. KoLZBERG. That is th(A way it works. Thank y^ j. 

Senator Weicker. The hearing will recess until the hour of 1 43. 

[Whereupon, at 12.45 p.m. the hearing recessed, to reconvene at 
1:45 p.m. the same day.) 
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I AFTERNOON SESSION 

Senator Weicker. The hearing will come to order and we will 
have as our first witness for this afternoon's session Senator Wil- 
liam Rogers. 

STATEMENT OF HON. WILLIAM F. ROGERS III, A SENATOR 
FROM THE 32D DISTRICT OF THE STATE OF CONNECTICUT 
IN THE CONNECTICUT STATE LEGISLATURE 

Senator Rogers. Good afternoon, Senator Weicker and Mr. 
Doyle My name is William Rogers. I am State Senator from the 
32d District. I 

I appear this afternoon—incidentally, I apologize for not being 
here this morning. / 

Senator WEIC^ER. You lead the same life I do dnd you can't be in 
two places at the same time, so I appreciate that. You go right 
ahead. Bill. 

Senator Rogers. Thank you. / 

I appear not as a parent of a retarded child but as in eight other 
categories: as a resident of the town of Southbiiry for 35 years, one 
who has lived close to the Southbury Training School— part of my 
property abuts SoutHbury Training School property; 

One who has known all the superintendents, including Mr. Ros- 
sell, who was the first one; one who has come to know hundreds of 
the employees of the Southbury Training Schocl; and, one who has 
been in the cottages and the hospital time, after time, informally 
and otherwise, and I think I am one who knows the Southbury 
Training School intiirtately. j 

I appear also as one who was a member of the Southbury Train- 
ing School Board of Trustees for 4 years under Governor Meskill. I 
appear as one who knows the dedication , and, yes, fae real love 
shown by the staff and the employees to the mentally retarded in 
Southoury . - j 

And, finally, as one who has seen individual clier-ls improve to a 
condition which has allowed them to retuijn home or to active life 
in their own community. ; 

1 agree totally with Commissioner ThO^-ne's ongoing policy of 
placing each retarded in the highest type of environment that that 
retarded can assimilate. But, to demand arpitrarily that all of our 
mentally retarded, including the severely and profoundly retarded, 
be placed in individual homes of four to six .per home, is, to put it 
mildly, unconscionabje and simply cruel. \ 

The plaintiffs are vague as to how the retarded will benefit more 
bv such placement. I question three specific areas where such 
placement wiP be highly detrimental, total kfety, continuity of 
gare when the parents have deceased— and tha^t, incidentally, is of . 
great concern to the parents who are growing ol^er and having had 
.children there, some of them for 30 years or longer, and. third,, 
community acceptance. . 

The last alone is i\ terrible problem. We ha^ve all seen that 
problem and some results that have come about in certain of ouf 
I larger cities with total 'Opposition from the neighborhood. 

Senator, this case is now estimated to be costing the State of 
Cunnecticut approximately $4 million and we haven t seen the end 
of it. i ^ 



\ 




162 

My testimohy is short. I will conclude only by saying how sad, 
sir, how very sad. The plaintiffs must not prevail. Thank you very 
much. 

Senator Weicker. Thank you very much, ^Senator. I appreciate 
your taking the time to share your thoughts with us. 

For the balance of this afternoon we have three panels and the 
time situation is such that I am going to allocate a half hour to 
each one of the panels. At this time I also want to find out whether 
or not there is anybody who has not been heard by the committee, 
who might not have been scheduled in the formal sense that would 
like to have 5 minutes before this committee, the idea being that I 
don't want anybody to leave here feeling that they have been 
precluded from expressing themselves. 

Is there anybody that is in that category? If so, don't hesitate to 
speak up. 

Why don't you come down, an^, sir, why don't you come up and 
make your comments while the other witness is coming down. 
Then we will move directly to the panels. 

If you would, have a seat and identify yourself for the record. 

STATEMENT OF FRANK POWERS, WEST HARTFORD, CONN., 
IViANSFIELD PARENTS ASSOCIATION, PAST PRESIDENT 

Mr. Powers. My name is Frank Powers. I live at 217 Somerset 
Street, West Hartford. I am a past president of the Mansfield 
Parents Association. I am on their executive board and I am their 
legislative chairman. 

Senator Weicker, I appreciate the opportunity to speak before 

Jou and your panel and for the record. I do want to say one thing, 
lany items you have read in the newspaper have been negative 
toward our school and I want to make a quote: 

There are more good things happening daily at Mansfield and 
there are more good peopls, dedicated people working at Mansfield 
than not. There has been much said today, and you know the 
picture very well. 

I am going to be brief. I am going to say that I think that the 
department of mental retardation, regardless of the harassment by 
the press and by professional lobbying groups because of their 
theories and philosophies, I think we have the bev . department in 
the United States. I haven't seen any better. 

I have been very active in trying to improve the quality of life at 
Mansfield. I have been very successful and all the times that I 
have been successful the same group that you have been hearing 
about today, Connecticut Association for Retarded Citizens, have 
opposed all the efforts that we ever had to improve Mansfield. 

Mansfield has improved since 1973. I think we nave an excellent 
commissioner. I think we have excellent staff people and I think 
that it is a shame that we have to be involved in a difference of 
opinion to the point of litigation. 

Where our problems should be resolved is right in these halls 
and not by a judge to mandate the eviction of 1,100 people into a 
community that is not ready for them, and even if the community 
was ready for them I doubt very much \yhether the remainder of 
people that we have after the deinstitutionalization process since 
1967 that has been going on at Mansfield, I doubt the people we 
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have left can function in the community in an independent way, in 
a way that they deserve to be taken care of. 
I thank you very much, sir. 

Senator Weicker. Thank you very much, Frank. I appreciate 
your testimony. 

I believe there was one other person that indicated that they 
cared to testify. Step right up, tell me who you are and fire away. 

STATEMENT OF LUELLA WARREN, PARENT, GUILFORD. CONN. 

Mrs. Warren. lam Luella Warren and I live in Guilford, Conn. I 
have a 21-year-old d,\aghter who has Down's Syndrome I have 
other roles but I will not relate to those in any way. ^ 

Our daughter has been fortunate enough to have been able to 
live at home all of her life. She has also had the opportunity to pe 
with her own sisters and brothers and with those people who liye 
in our neighborhoods. I have fought for the opportunity for her, to 
be able to go to public school. ; 

Many times I was almost persuaded to put her in a segregated 
school where they told me the program was better and she ^vould 
benefit more from it. But I felt, if she is going to live in our society 
she needed exposure to it. Therefore, she went through all of the 
aifferent public school programs, many of which were very inap- 
propriate for her, but she survived. 

She happens to be a very surviving kind of person who has a 
delightful personality and a great sense of humor, which I feel are 
parts of her that would not have been developed if she had not had 
the opportunity to be with so-called normal people. 

We are a local association, was one of the first in the State to 
open our own first group hume. We also have a fairly large shel- 
tered workshop situation in which we made everv effort not to 
follow the stereotype of what is expected of retarded people, that is 
simply bench work. 

We have a horticulture program, fov>d service program. We have 
a ground maintenance program, sewing. We opened two restau 
rants and through these efforts the community has come to kno^v 
our people and to appreciate their abilities. They also recognize the 
differences but they are accepting them as individuals which 
think is one of the greatest achievements that we have been able to 
make. 

Instead of "the retarded'*, *'the handicapped'*, or '*the whatever*', 
they are people who are different and who need certain kinds of 
help and services. The Department of Mental Retardation has been 
very helpful to our association through its developmental team. 
They come down and help establish programs. 

They have helped us in trying to open our group homes. We no^v 
have three with three more that are going to be coming into being 
within the next few months. You know abcut the HUD process. 
You know how long that takes. One is on the ground, one is up and 
the other one will be by June. 

I think that one of the sad things that I listened to in the last 2 
days— and I fully appreciate the pain and anguish that these older 

r a rents are experiencing and their fear of what will happen "when 
am no longer here*'. I have gone through this for so many months 
and I really do understand it. 
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They did not have— their children did not have the opportunity 
that .Tiy daughter had to go to the school and have the training 
and the help that she needed. She didn't always have it. She didn't 
go to school till she was 8 so she missed a lot of that stimulation, 
which I understand your son is going to experience. Therefore, his 
limitations need be much less than what a child who did not 
receive that would be. 

So, these older parents have these older individuals living in 
what they consider a very safe environment. Perhaps it is safe for 
some of them than for others; I am sure you are aware of things 
that happen in those large congregate settings which cannot be 
avoided. 

One of the things that I don't think has come through clearly 
today about the litigation process— it seems to be clear cut, institu- 
tion or community, and it isn t that, at least not in my estimation. 

What the lawsuit hopes to accomplish is to give every retarded 
or handicapped person who is confined in an institution or any- 
where else an opportunity to develop to the best of his ability or 
her ability in the environment which will be least restrictive of his 
or her freedom. 

These people are actual ly--maybe the parents think that they 
are safe and sound and it gives them peace of mind, but what 
about the individual who has known nothing else and will never 
know anything else unless change comes about. I just wanted to 
make sure that you understood that the goal of the lawsuit is not 
to close Mansfield. It is to create the best possible life for each 
individual who now happens to live chere. 

Senator Weicker. The only question that I would have — and you 
correct me if I am wrong — and, again, I have nothing except some- 
thing that sits in the back of my mind as to having been told and I 
can't even say by who, is it true that attempts were made to settle 
this lawsuit, \\hich attempts were almost successful except for the 
insistence by the CARC that there be a clause in the settlement 
that would indicate the closing of Mansfield? 

Mrs. Warren. Absolutely untrue. I don't know where you heard 
it. It is absolutely untrue. There have been efforts made, through 
the DD Council — Dan was very correct in that— that he wanted to 
have CARC and DMR sit down and discuss the various components 
of the lawsuit. » 

Senator Weicker. Let's hcpe that people can sit down and talk. I 
don't know what would preclude anybody from sitting down and 
talking. 

Mrs. Wahrkn. I can't either. 

Senator Weicker. I don't understand that at all. There is nothing, 
in there that I know of as an attorney, never mind as a U.S. 
Senator, that insists this go to a conclusion in the courts. 

I think, No. 1, you made a very good presentation here. I think I 
am aware, ab you ar^, as to both what the problems and the 
opportunities really are and I think that as long as everybody 
understands there are problems that have to be solved along with 
the opportunities that have to be pursued, this thing could be 
settled. 

Mrs. Warren. You were right, though, about the funding too. I 
guess everybody is aware of that problem. And I think what the 
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people in the community are frightened about, these parents who 
have been able to keep their child at home or somewhere close by, 
that what they envision down the road when their time comes is 
all that will be left is the institution for their child. 
That would be just disastrous. 
Senator Weicker. I would agree with that point. 
Mrs. Warren. I have talked with educators just recently and 
they say, what is the good of all of this education we have been 
giving these children up to age 21 and then there is nothing 
available for them after that. And as far as services in the commu- 
nity, the most crying need of any family is respite care. And you 
just try to get respite c .re. You cannot get into the system unless 
there is a really dire need. 

The New Haven Regional Center has been most helpful. They 
have started a training program for foster parents, or for what we 
call community home training parents. We are trying to think of 
nice words, respite. But there the funding stream is pretty limited. 

But if we could train people in the community to take handi- 
capped individuals into their home for even a matter of hours, a 
weekend, a week, so these parents could have some kind of relief 
that would be one of the biggest gifts that could be given to the 
people that do live and keep their people in the community. 

Senator Weicker. Well, as was testified, of course, that very area 
is one of the ones that would suffer from the program cuts. 

Mrs. Warren. I understand and I think this would be 

Senator Weicker. I really mean it. I can't emphasize again that 
which I do know something about which is that these cuts arc 
coming and I need everybody out there in the field right now to be 
fighting the Federal Govemm^t's budget cuts. l(fever mind half 
the team back home playing a ball game between themselves. 

Mrs. Warren. Of course the bottom line is the community reject- 
ed people in the past and that is why people had to go to institu- 
tions, because there was nothing else. Now, with the educational 
system that we have had people are not rejecting them in the 
community anymore. They are accepting them as part of the fabric 
of the community and they are better because those people live 
there. 

Senator Weicker. With this one caveat, that if the budget cut- 
ting ^oes the way it is tjoing now, which is not just in the area of 
the disadvantaged but also in the normal educational process and 
all of a sudden the ''normal" sector has to make choices. 

I hope that same generosity and spirit is there that exists now. I 
am afraid I have already seen some examples that make me rather 
doubt that that is going to be the case. , 
> Mrs. Warren. I can see where if regular education is cut that 

people in special education should expect it also. I am not unfair 
enough to think that special kids have to have all the special 
treatment. That isn't fair. 

Senator Weicker. No, but I am a great believer that the strong 
take it on their shoulders first and the weak last, and that is not 
the way things are working in Washington right now. 
Thank you very much. 

Mrs. Warren. Thank you for the opportunity. 
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Senator Weicker. We have as the first panel on the subject of 
group homes and independent living, Lars Guldager, director of the 
Oak Hill School and president of the Corporation for Independent 
Living, Dan 0*Connell, superintendent of the Hartford Regional ♦ 
Center, Lynn Gravink, the deputy conimi£.jioner of the Department 
of Mental Retardation, and Ben Schwartz, program director of 
Goodwill of Bridgeport. 

Lady and gentlemen, welcome and, as I said, you divide it up any ^ 
way vou want to but I would like to restrict each panel to a half 
hours worth of testimony. 

STATEMENT OF LARS GULDAGER, DIRECTOR, OAK HILL 
SCHOOL AND PRESIDENT, CORPORATION FOR INDEPENDENT 

•* LIVING; DAN O'CONNELL, SUPERINTENDENT, HARTFORD RE- 
GIONAL CENTER; LYNN GRAVINK, DEPUTY COMMISSIONER, 
DEPARTMENT OF MENTAL RETARDATION; AND BENEDICT 
SCHWARTZ, PROGRAM DIRECTOR, GOODWILL OF BRIDGE- 
PORT, A PANEL 

Mr. Guldager. Senator, my name is Lars Guldager. I am the 
president of the Corporation for Independent Living and also the 
superintendent of the Oak Hill School, which is conducted by the 
Connecticut Institute for the Blind. 

Two years ago, a number of private agencies in Connecticut were 
quite upset due to the fact that it was very, very difficult to create 
group homes. It was an almost impossible task due to many rea- 
sons, one was funding, another was zoning. It was almost impossi- 
ble for any small group of parents, such as a small ARC or small 
agency, to overcome these barriers. 

Therefore, the CARC took the initiative to form the special cor- 
poration now called the Corporation for Independent Living. There 
were six agencies that started the corporation, CARC, Oak Hill 
School, Connecticut Committee for the Handicapped, Connecticut 
Society for Autistic Children, Connecticut Easter Seal, and UCP of 
Connecticut. 

Those six agencic^s got together and formed a special corporation 
to develop housmg for the handicapped, not just for the mentally 
retarded but for the mentally ill and for people with different types 
of other disabilities. Now, 2 years after the corporation was found- 
ed, I think that we can reflect on some great accomplishments. 

We have an executive director. We have two consultants. We 
have a bookkeeper. In a 2-year period we formed a nonprofit hous 4. 
ing corporation for the State of Connecticut. At this time we have 
1 1 clients and are operating on 22 sites. We have created, in the 2- 
year period, 161 units which are serving 183 people. We have 
attracted non-State funds in the amount of $6 million to those < 
projects. 

We are still going full steam ahead and are getting involved in 
more and more projects related to housing for the handicapped in 
the State. At present, we are invoUcd in developing a housing unit 
for 18 persons in Hartford with money lent to the corporation by 
Connecticut Mutual Insurance Co. We are operating these projects 
for small ARCs and small groups, basically using non State funds. 

For the first time in this State, Housing and Urban Development 
has gotten involved in housing for the handicapped. 

O 
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I would like to just briefly mention one of these projects because 
I think that it gives an additional perspective to what we have 
been diseasing for the past 2 days. The Oak Hill School, or the 
Connecticut Institute for the Blind, is involved in two projects 
under the Corporation for Independent Living, one is a group home 
for those who have self-preservation skills I think it is very impor- 
tant to understand that some people with self-preservation skills 
can live in a group home, a regular home similiar to what you and 
I live in, but, with 24-hour supervision. Those who do not have self- 
preservation have to live in a spt 'al group home. That means that 
if you have a severely and piofouiidly retarded person who obvious- 
ly does not have self-preservation you have to go aibout the oper- 
ation of your group home in a different way. 

You have to have a specially constructed group home. You have 
to have special staffir -i. You have to have all of the services that 
have been talked about in the past 2 days but that are not availa- 
ble in the community. 

Yoii have to organize and coordinate those services around those 
group homes. Presently, the Oak Hill School is working on two 
such group homes in one of the neighboring towns of Greater 
Hartford. Each home will house for six people, all of whom are 
severely and profoundly handicapped. They will be living in a 
house that meets the institutional code. 

What dues that mean? That means that the house is being con- 
strutted of fireproof material. That means that it must have 8-foot 
corridors. How do you overcome 8-foot corridors? You build your 
bedrooms around the living area so that when the residents go out 
of their bedrooms, they go into a common area. In that way, you 
avoid having 8-foot institutional corridors. 

The house has 3,000 square feet of living space and really fits 
ver> nicely into the community. What we did is we went out in 
Granby and got involved with a developer that had taken a piece of 
farmland and developed it into 30, or 60 lots. We bought a lot on 
each end of that development. We are going to serve the severely 
and profoundly handicapped in group homes right in the communi- 
ty. 

In addition to group homes, we need day programs It has been 
menlioned that we have severely and profoundly mentally regarded 
people in nursing homes without day programs. That is not much 
belter than having people sitting around doing nothing but living 
m a beautiful building and getting a nice menu every da>. They 
need day programs. 

These people should be doing something constructive from ^ 
o'clock in the morning until I or 5 in 'the afternoon, Monday 
through Friday. We are proposing to develop and implement a day 
program for severely and profoundly handicapped people so that 
the> can live in a home likean> other famil> and be transported to 
a da> .KUvit> or work activity program which is on a much lower 
level tha(» a sheltered workshop. 

We are talking about people who would do meaningful activities 
instead of sitting, rocking in a corner. So, I would like to stress 
that although it wor/t be easy, it is possible to create group homes 
for severely and profoundly retarded people. 
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However, keep in mind that those group homes have to be spe- 
cially constructed and staffed and the programing has to be devel- 
oped according to the special needs of the residents. It is very 
possible and I would like to invite you, Senator, back here in 
another year and I will show you the two group homes. 

Senator Weicker. I would very much like to see that. 

Mr. O'CoNNELL. To reintroduce myself, I am Dan O'Connell and I 
had the opportunity yesterday to talk to you about the continuum 
of services that exist throughout the Hartford region. 

In anticipating this afternoon's presentation about some of the 
issues to be considered in addressing community alternatives I 
would like to run the risk of making three assumptions. They are 
dangerous assumptions and we really shouldn't make them but it 
will serve to facilitate our discussion. 

Let us assume there is adequate funding for group homes^. or 
alternative living, or whatever type of living you choose for com- 
munity residences. The funding is established and it is secure. Let 
us also assume that we all agree upon an organizational structure, 
whether it is public, private, nonprofit, partnership or whatever; 
but we agree on that structure. 

And let us agree that, for the sake of assumption, we agree upon 
a model; whether it is 2 beds, 4 beds, 12 beds, urban, rural, apart- 
ments, continuum, or whatever. We have three assumptions, there 
is money; there is an organization; and, there is a model we all 
agree to. 

So, lets go do it. My point is there are some secondary issues, 
more subtle to"be considered. No one in itself will probably be all 
that significant most of the time but cumulatively they have to be 
considered. I think it is wise for prudent and sensitive people to 
pay attention to these issues which impact on the development of 
community alternatives. 

The first is that, by and large, those people who are most capable 
to live in the community have already been placed in the commu- 
nity When the concept of deinstitutionalization began years ago 
the people who were most ready to move out of facilities were 
moved out. That is a reasonable approach. Those who are left in 
institutions are the people who are definitely the more difficult to 
place. We have less experience with them. There are a great many 
unknowns about them and I think have to recognize that; that 
our assumptions based on our previous experience may not hold 
true in our future experience. 

Our assumptions about community acceptance in the past may 
not hold true in the future. And, most certainly, some of our 
current ideals may not prevail. 

The second issue is tnat we in the field of working with handi- 
capped people are not alone in our pursuit of community alterna- 
tives and alternative community residences. 1 have a publication 
dated last month from the Connecticut Association of Residential 
Facilities which describes many other disciplines in many other 
fields in pursuit of community housing. 

Mental health in Connecticut, for instance, is into 
deinstitutionalization and halfway houses for emotionally disturbed 
people. They have some 27 facilities in Connecticut dealing with 
emotionally disturbed persons. 

Q I , 
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Juveniles and adolescents; abu&tu, neglected; abandoned; emo- 
tionally disturbed, delinquent youth— we have approximately 45 
homes in the community for this population. 

Our own development disabilities programs deal with learning 
disabled, autistic, multiple physically i emotionally handi- 
capped. There are 30 halfway houses for d.jg and alcoholism and, 
of course, corrections. There are 12 community facilities for crimi- 
nal offenders. 

The result, and the point I am attempting to make, is that we 
aren't alone in this activity. There is quite a bit of competition 
going on. Everybody is equally committed to their population and 
equally effective advocates. But with the limited funds and limited 
alternatives available, there is competition in the market of devel- 
oping community alternatives. 

Another result is significant confusion. There is public confusion 
about who is who; who is mental health, who is correction, who is 
alcoholism. And there is also political confusion about who is really 
paying what to develop community alternatives. 



We have lost a clear identity in develQmng community living for 



There is another issue which has to be dealt with, and that is the 
attitudes of the general public toward community housing for 
handicapped people? I have never had a neighborhood come for- 
ward and ask for the privilege of developing housing for handi- 
capped people. 

1 think that occasionally it happens and I think there are very 
lucky and sophisticated neighborhoods who advocate this but, by 
and large, the general public s attitude is marginal or questionable 
at best. There is confusion. Handicapped people are not always 
welcomed in this sphere. 

The general public is also on the horns of an economic dilemma. 
There are a lot of people who are having difficulty living in society 
as it is on marginal incomes, or unemployed. They really have a 
questionable commitment to a quality of life, somewhat at public 
expense, for handicapped people. 

There is also, we are finding, neighborhoods in communities 
which are much more organized than they have been in the past 
They represent their own interests well. They want to be dealt 
with regarding any changes in the neighborhood. The classic exam- 
ple took place in Hartford not too long ago. 

Asylum Hill organized and kept MacDonalds off of Farmington 
Avenue. Years ago MacDonalds would have been an asset to Far- 
mington Avenue. They organized and felt MacDonalds now would 
be a detriment to that neighborhood. 

But there is another set of attitudes which have to be dealt with 
in this matrix and that is parental and family attitudes. There is a 
marvelous article which a member of Commissioner Thome's staff 
has written for publication and the title says it all. It says: 
^'Deinstitutionalization, Parental Jet Lag.** 

For years we have been giving a . consistent message to parents 
regarding a partnership, that we are in this together and parents 
are going to be dealt with and included in planning for the child s 
future. 



handicapped people. 
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But, now, a new social trend is developing which defines handi- 
capped people as people in their own right. They must be dealt 
with as individuals, and this at least displaces or dislodges, or 
raisies a very serious question; What is the role of parents in the 
future planning for their adult children? 

This is especially trxie in Connecticut where the parents have 
had very active involvement. Additionally there is a whole series of 
support systems which are needed to develop community alterna- 
tives: a variety of day programs. 

Dr. Galdager is a member of a professional organization in this 
area with me. If somebody said to us today that they could put 100 
people in our community; they have the homes; they have the 
funds; we couldn't take them. We don't have room in our day 
programs for 100 handicapped people. I would say we don't have 
room for 50 handicapped people in our day programs. 

This needs to be developed. It is time consuming. It is expensive 
and it takes planning. Very frankly, our public debate about the 
issues in our own field is not helping us in this pursuit today. 

The whole issue of community support— you have heard Dr. 
Fierri talk about the dentists, the doctors, recreation, socialization, 
all has to be dealt with if you really want a handicapped person to 
have a normal life in a community. The administrative support 
and, of course, the specialized services for medically involved 
people with severe behavioral problems all have to be addressed. 

I see, in essence, two dangers in the approach that we are cur- 
rently taking. One, in our haste, in our sense of urgency I see a 
trend toward oversimplification. This is not a simple process. It has 
been with us for a long time. It is not insurmountable although I 
think some of these issues sometimes in some locations are insur- 
mountable. There is a trend toward oversimplification. 

The second factor is that we are getting into a numbers game. 
We are beginning to measure our contribution by the numbers of 
people we are placing, and numbers of people we are serving and 
not by how well we are serving them. 

In an extreme form I guess that could be "dumping*' nid that is 
certainly some?thing we have to be vigilant against. But the other 
end of that I guess we could be accused of being over.protective and 
paternalistic. There is a danger in thinking our purpuse for exist- 
ing is to place the largest number of people in the community. Our 
purpose must be to make the best placement possible. 

I have just two final points. I think the situation calls for two 
components to prevail. We have to return to a sense of individual- 
ity. Behind these nambers, behind these statistics, are individuals 
and families, real people with feelings, personality, needs, likes and 
dislikes, and we have to return to recognizing that this is a human 
service business. 

The second factor is that we Have to regain our sense of sensitiv- 
ity. We can't forget why we got into this field to begin with, and 
that is to help people. When we truly do that, our greatest attri- 
bute is a sense of sensitivity. 

In the last 2 days I have been impressed by one common bond 
that has cut across all testimony before you. I think there is a 
strong commitment on every one of our parts to do what is in the 
best interest of the handicapped people. We may have different 
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V solutions and we may have different strategies on how to imple- 
\ ment that, but the commitment is there. 

I think that is quite a bit to work with. It is complex but it is not 
insurmountable. I thank you for the opportunity to present some of 
the subtler influences that are very definitely having an impact on 
our programs. Thank you. 
Senator Weicker. Thank you. 

Ms. Gravink. Dan has discussed some of the specific problems 
that are faced, and I would like to discuss some of the things that 
are probably more involved with the system, whatever that system 
would be, and I think it affects us both at the public and private 
level. 

Although as I list these and as 1 thought about them, it some- 
times is overwhelming, and I think I want to say rignt at the 
putiset that even with some of the very complicating and complex 
i^ystems that are in place, we are operating— as a department— 26 
group homes and we have funds for around 9 to 12 more. 
\ And 1 have to say 9 to 12 because we don't know exactly how 
txyany we can get for the money that has already been authorized. 
Np doubt the overriding problem that we face— and I think this is 
true of both the public and private sector -is an economic one, and 
we\addressed it in many ways during these 2 days. 

H costs a lot of money to buy or build a house if we are doing it 
for purselves. And when you add all the special features that Lars 
mentioned must be built into a home that is to serve the more 
complicated and handicapped person, it adds substantially to that 
cost. \ 

Irorjically, many of the bureaucratic procedures that were put in 
plau- to sa\e money have actually, in many cases, cost money and 
that cost is often there because of the delays that some of those 
steps cause and, with inflation running at the pace it is, the addi- 
tional cost is felt in that way. 

Some,of the things tha* we have to go through in order to open a 
group home. First of all, there is the initial authorization by the 
legiblatu.re for the money, and during the late seventies the dollars 
have become increasingly scarce from that source. 

We asfe:e(l for more than we have received, and sometimes we 
receive aubbtantially lefas. Sometimes the money is available only 
for planning and acquisition. This is true particularly with the 
development of regional programs, including our decentralized re- 
gional programs, and we have to go back the next year to get 
money for construction or purchase and escalating costs sometimes 
make us go back more than once. 

Thf pricJh of land and homes, as 1 have mentioned, have already 
ebui>ated and the co.t of rehabilitating facilities, although it may 
still be much less than construction, is expensive. Leasing has 
already proved to be bO costly and problematic in other ways that 
we have been encouraged not to pursue this as a way to develop 
homes. 

Just let me quickly list some of the bureaucratic steps that must 
be gone through after the money is authorized. We have ourselves, 
and vyith the Department of Public Works, looked at hundreds and 
hundreds of homes and sites and had to have them ruled out 
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becausfe they just weren't appropriate. Many of them were not 
suitable to pursue at all. 

But they were available and they were on the market and they 
were investigated. When we find one that appears suitable there is 
the necessary engineering studies. These would have to be done if 
any of us were building a home, certain code compliances for the 
special type of home, three outside appraisals, environmental and 
urban impact statements that have to be filed, and then there is 
the certificate of need process that we go through with the hospital 
cost commission and the HSA's. 

And, Again, the way the law is presently written, this -would 
apply to any facility that is going to receive title XIX funds, -which 
means it applies also to private facilities that are going to be ICF/ 
MR facilities. 

The State properties review board is another step in the process. 
Their review sometimes takes two or three visits to a site and they 
frequently request more information, or further study after a site 
visit and this frequently delays the process. This was one of the 
steps that was put in place to save money for the State. 

If there is to be construction there are two or three steps to the 
process of selecting an architect: Getting authorization from the 
bond commission to hire that architect; then the architect has his 
preliminary, basic, and final plans, each with a review step at the 
bureau of public works and within the department to make the 
appropriate changes. Frequently there are water and sewage inves- 
tigations and negotiations that go on with local towns that any of 
us might have to do If we built a home. 

Finally, the office of policy and management becomes involved 
about when it is appropriate to put a project out to bid and then to 
decide when it is appropriate to be placed on the bond agenda so 
that moneys can be available either for purchase or constructioi*. 

There are the necessary codes that must be complied with, fire 
codes, ICF/MR regulations, 504 regulations. Any of these may rule 
out a facility or a certain home for purchase, and certainly, as has 
been expressed earlier, does add to cost of construction. 

There are zoning considerations. The State technically can be 
exempt from the^e but there are feelings that the State should not 
override the local zoning and we should attempt tu at least compl> 
with existing zones. 

Lest we be overwhelmed with these steps, I should Sii> that even 
though it bometimtjs aeems discouraging we have learned to cope 
with many of these things and they become a matter of routine, 
and the more routine they become the less time that it takes. 

And we are trying continually to streamline them. We have met 
with the Bureau of Eublic Works on severaJ occabioris^and with the 
Office of Policy and Management to try and modif> the process and 
to allow some of these things to run concurrently. 

V/henever possible, we try to do some minor renovations in a 
facility ourselves and if costs fall below a certain level we can 
subcontract ourselves. We have had several meetings with the 
Bureau of Public Works regarding the use of a prototype design so 
that it would not --so a new desii^n and a new architect would not 
have to be hired for each group home. 
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We more recentl) have been talking with the Bureau of Public 
Works, and il looks like we will be able to pursue this in our next 
development, the possibility of prefabricated modular construction. 
We have seen some of that developing now in the shoreline area 
which was just described by Mrs. Horan earlier. 

T.iis year we submitted legislation that might streamline the 
process for the certificate of need and that, we understand, has 
passed the Senate. We are hopeful that that will assist both us and 
the private sector because it would eliminate steps in the process 
for group homes below 15 occupants. 

Senator Weicker. We still have another witness to hear from,^, 
ito-^Miss Gravink. I thmk we are going to run a little overtime. Go 
ahead and try to wind it up. 

Ms. Gravink. OK. I would just like to say we are looking at 
other alternatives about which we are very concerned because we 
understand funds will be cut at the Federal level. This would 
Include the Farmrers Home and some of the HUD section 8 possi- 
bilities. 

Some of the other possibilities that we have found to be very 
productive? include looking at surplus property from other depart- 
ments. We have acquired homes and land from the Department of 
Transportation, from the Department of Environmental Protection 
and. albo, mure recently from one of the community colleger that is 
going to allow us to build a group home on their facility. 

It is complicated and lengthy. We would like to be able to short- 
cut more but there are some solutions. 

Mr. Schwartz. Senator Weicker, my name is Benedict Schwartz. 
I am the director of human services' for Goodwill Inclystries of 
Western Connecticut and I oversee the administration of Connecti- 
cut's only federally funded center fur independent living under the 
Rehab Act. 

I would like to thank you for two things. One, for the strong role 
you have played as an advocate in Washington for the handi- 
capped, and I would albo like to thank you for the fact that you 
have represented the Connecticut citizenry with a consistent per- 
sonality and have not suddenly gone along with the tide and 
becume an extreme right card-carrying fiscal conservative throve ing 
caring to the wind. 

And I want to say I really wish there were more like you in the 
Senate, very mut^^ so. 

As we are all acutely and painfully aware, we are facing a 
number of complex dilemmas. As we talk about 
dein&titutionali/.ation, as we talk about handicapped persons be- 
coming more and more aware of t^e creative slice of life that 
historically they have not had access to and they are trying to gain 
more and mure a piece of that slice of life we see resources to 
enable that shrinking. ^ 

One resoprce which I thir^^ vital is the development of centers 
fur independent living. When persons leave an institution and go 
intu the community what are the resources in the community to 
help them live in a less restrictive environment, what are the 
resources available to help them live more Independently and care 
for themselves to a greater degree. 
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Au(i for parsons who have never been in an insitutlon but who 
live in a conimunity who are handicapped, what are the resources 
to help them to live more independently'. One of the responses has 
been the development of centers for independent living around the 
country. . 

Connecticut's only center is located in Bridgeport nd it is a 
collaborative effort cf five cooperating agencies: GooG*vill Indus- 
tries of Western Connecticut, *he Easter Seal Rehabilitation Center 
of Eastern Fairfield County, Partnts aqd Friends of Retarded Citi- 
zens-Kennedy Center, the Office jf Handicap Services of the city of 
Bridgeport, and Connecticut'? Division of Vocational Rehabilita- 
tion. 

And I want to say that represents something of a miracle in and 
of itself, that five agencies, three of whom historically have compet- 
ed for funds and programing are working very closely together and 
planning ways in which they can collaborate on more and more 
projects, one of which is a transportation consortium ^which is now 
in place. 

Another is a centralized case management system that they are 
looking at for all three agencies, trying to conserve lesources and 
prov'de better services. 

The center is an attempt on the part of the five agencies to 
provide ooth comprehensive, independent living services to handi- 
capped persons and also to serve as a catalyst for increased con- 
sumer-based activity among handicapped persons in tbo greater 
Bridgeport area. 

The programing of the center can be divided intr» three major 
areas of emphasis. One is what we call the Coordinated Services 
Delivery System. Essentially, this means that all of the resources 
in any of the agencies that can help the independent living func- 
tioning of a client are opened up so that a client can have partial 
service" at the Kennedy Center, partial service at Goodwill, partial 
service at the Eastt. Seal Center. 

The center becomes an uipbrella that coordinates the relevant 
services of the agencies, advocacy from the Office of Handicapped 
Services, independent living training apartment use in Kennedy 
Center, OTPT services at Easter Seal Center, so that one client can 
be served at any of the agencies. 

A second major area of emphasis is what we call the Community 
School for Living, and its main thrust is to be able to reach persons 
who are not part of the traditional workshojrsystem or rehabilita- 
tion system, persons who have been deinstitutionalized and may be 
living on their own in the community, or who may be living with 
their families. 

The communltv school develops programs that consumers them- 
selves ask for. Recent programs. Banking, personal health care» 
how do you do your taxes, exercise groups and so on. One major 
component of the community school includes the development of 
peer counseling ber\ices where handicapped persons can help each 
other in terms of overcoming fears, becoming more assertive, learn 
how to be self advocates. 

A third major area of the center includes the area of outreach 
and advocacy, helpin^j ^handicapped persons to find housing, help- 
ing tlTem deal with landlords, leases, helping them with their bene- 
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fits, helping them deal with the social service maze and any ot^er 
problem areas that may arise. i 

The center works with persons who live in group homes, persons 
who live with their families, persons who live in apartments. Cli- 
ent« are worked with on an individual basis, in small groups. They 
are taught survival akills, money management, cooking, .shopping, 
housekeeping, grooming, and hygiene, how to use the transpo^tta- 
tion system, recreational opportunities are provided, camping t^ips 
planned, film festivals, informal social actions, a basis is provided 
and encouraged. 

I think that a critical thing is the continuation of programs 
which will encourage persons to take care of themselves. The ipore 
someone is able to take care of himself or herself, that means the 
less outside resource is needed, obviously, to provide that care. 

So, we thank you for the support that you provide, and say keep 
up the good work and we hope you can make some convei-ts of 
others. 

Senator Weicker. Thank you, Ben. Was the statistic correct that 
was quoted this morning where somebody said that under the 
Meskill administration the plan, or goal were 100 community 
homes? Was that the goal? ' 
, Ms. Gravink. Yes. 

' Senator Weickek. How many do we have built now? 

Ms. GiAVir^K. We got authc -ization for staff and for leasing 
money for a total of 25 one year and 25 the other year. There were 
50 that were authorized during that period of time and 17 got 
opened before the— of that group got opened. 

Senator Weicker. How many do we have in operation today? 
' Ms. Gravink. We have 26 that we 

Senator Weicker. How many are going to be in the budget that 
IS now being debated? 

Ms. Gravink. It looks like none. The funds that we have now 
available are from a previous autht ization. 

• Senator Weicker. I don't know what people are arguing about 
jhere. Good luck to everybody on this lawsuit I think it is going to 
be a very hollow victory one way or the other to maybe achieve 
something in principle and find that the big battle has been lost. 

I want to repeat that again so that everybody can hear, A major 
battle on behalf of everybody is going on ri^ht now. Believe me, it 
ib a crucial one. We are not talking about just this year s budget. 
We are talking about the shape of the Federal budget for the next, 
I would say, 5 years. Minimum, four. 

I can assure you, the way I see that budget shaping up as it 
relates to thib group, we won't even be halfway home to the Mes- 
kill goal by the end of the 4 years, so far as any Federal participa- 
tion is concerned. And you can bet your bottoni dollar that if I say 
that as far as the Federal budget is concerned and the various 
priorities, it isn't going to be any better in the sense of who gets 
what piece of the pie back at the State level, not in this area. 

And I have no argument at all as to the end to be achiev}d as 
represented by the statemerits of the people that are on this panel. 
In any event, thank you very much. 

The next panel will consist of Rod Rosta, Terry Roberts and Tom 
Fanning on the matter of community services. 
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Ms. Roberts. Ladies first? 

Senator Weicker. Do it any way . you want to. There is a half 
hour, as I said before. Nobody seems to be able to stay within the 
limits. I don't expect you to but try the best that you can. You are 
no different than my colleagues in the Senate so I shouldn't apply 
any higher standard, I will put it that way, to the rest of the 
population. Go right ahead. 

STATEMENT OF TERRY ROBERTS, SUPERINTENDENT OF 
SCHOOLS, DEPARTMKNT OF MENTAL RETARDATION SPECIAL 
SCHOOL DISTRICT: ROD ROSTA, SUPERINTENDENT, WATER. 
BUR REGIONAL CENTER; AND TOiM FANNING, EXECUTIVE 
DIRECTOR, DATAHR, DANBURY, CONN., A PANEL 

Ms. RoDERrj. My name is Terry Roberts. I am the superintend- 
ent of schools for the department of mental retardation special 
school district. 

In 1977, the Connecticut Legislature did two very important 
things. First they removed all the exclusionary clauses from our 
education law here in Connecticut to open up a free appropriate 
education for the most severely and profoundly handicapped, and, 
secondly, created a school district v/itnin the department of mental 
retardation. The latter action was based on a previous set of steps 
that had been taken in DCYSand in the department of corrections. 

Most of the children \vho required this very specialized kind of 
training were either residents of the department or were already 
being served by the department in some other capacity. 

For example, in the departn:ient of mental retardation, without 
any educational mandate, we had, in fact, been providing programs 
f.r students since the earlj^ sixties. These were not run by special 
education teachers. They didn't have the sanction of the law but 
they were, in fact, programs for people who lived with us or who 
lived at home and came on a daily basis. 

Because we had that base, it was not very difficult to start the 
school district. It was primarily adnriinistrative moves which had to 
be made. Our students already had individual program plans .since 
1972. We had teachers available. We had classrooms available, and 
so forth. 

The children who are in the school district are the severely or 
profoundly retarded who must also match another set of criteria. 
They are children who are not mobile, or sit independently. They 
are children who do not respond to either oral or manual language. 
The> are children who are continuously a danger to themselves or 
others and who are very medically fragile. 

That leaves l lot of students attending other kinds of educational 
situations Right now, we have residents between the ages of 3 and 
21, as the Federal law requires, 425 students attending our pro- 
grams. Those students live with us. Seme of them go to .school right 
m campus. Some of thern go off campus to have their classes in 
local public schools, clo.«ed public schools or a variety of kinds of 
settings. 

Our input with them is to help them acquire the skills to move 
into different kindc of residential facilities or perhaps go home. 

The State law also provided for the local education agencies, the 
public schools, to purchase services f rorn the Department of Mental 
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Retardation when a severely or profoundly retarded child that met 
the criteria lived irj their community. We have 200 of those chil- 
dren who come on a daily basis and go home each afternoon to 
their families. 

By providing that 5-hour a day respite to those families, hopeful- ^ 
ly, those students will stay in their home community longer and 
may never have to come into an institutional setting. 

The last group of students that are included in our program — 
-I and Mr. Rosta is going to speak about them in more detail— is our 

early intervention population, from birth to 3. We currently have 
273 of those children and our average referral age is 1 month. We 
are picking up students very, very early. I hate to call them stu- 
dents when they are still babies in the hospital. 

Senator Weicker, Do you know what is happening to that pro- 
gram on early intervention at the Federal level? 

Ms. Roberts. The State Department of Education funding is not 
coming through, at least that is what they have informed me. 

Senator Weicker. That is one of the programs slated for about 
half the funding that has been available in the past, even though— 
this is the irony of this budget-^I don't think there is anybody in 
this room that wouldn't say that we are really moving ahead so far 
as success of early intervention is concerned. This has proven to be 
a success and, indeed, talk about something that is cost effective in 
the long run. It might prove to be some of the best money we ever 
spend. 

Us. Roberts. The only Federal funds we get for our early inter- 
vention program at all is that those students are counted in our 
title I enumeration, which obviously is under great jeopardy The 
rest of the program is funded by general fund monyes from Con 
necticut. 

Senator Weicker. Get ready to go ahead and pick up the slack, 
That is what is going to happen. 

Ms. Roberts. The other thing I would like to talk about in 
relationship to the special school district is that we do have about 
210 children who live with us who go out to public school every 
day, to a local public school in the community. They have become 
the educational responsibility of that community and they simply 
live on our grounds. Some of the local schools are beginning to 
develop their ov^n programs for the severely and profoundly retard- 
ed so that they don't have to buy the services and the children 
don't have to be transported. 

The s are also starting early intervention programs. That is 
one of the art -is that is funded totally by Federal money and will 
be in great jeoj^irdy. 

There are t-vc other kinds of things that I, as a superintendent of 
, schools, need to talk about. We educate the profoundly retarded to 

age 21. We have students who had only 1 or 2 years or school 
because the Federal legislation was passed when they were in their 
teen^;. The department does not have the intense kind of program- 
ing for adults that the school, because of its very mandate, is able 
to provide. 

That is creating some problems for us for people who are getting 
a taste of learning and that we are not able to follow all the way 
through at the same level. 
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You asked Dr Brown yesterday about 94-142. I have one other 
kind of reaction to 94-142. I think Connecticut probably would 
have started programs for all children without 94-142. We were 
well on our v/Biy to that. One of the things that is happening 
however, is that I see us not communicating like we used to be- 
cause there are so many particulars to the guidelines and the 
regulations for 94-142. 

We sit down with families and professionals and one of the first 
things that happens is we start talking about everybody's due 
process rights before we talk about what it ib we are going to do for 
children. 

Senator Weicker. How would you like to see 94-142 taken off the 
books? 

Ms Roberts. I would feel very confident that Connecticut would 
continue to support the programs for the special education 

Serator Weicker So you would not object— you do not feel it 
would be a setback if it were taken off the books? 

Ms Roberts. Of course, I don't get any 94-142 money so I am not 
a very good representative. 

Senator Weicker. Let me tell you, you just might have vour wish 
come true because it is my understanding that the Administxation 
very well might go in that area. It either gets a rather large 
debate— the problem is, from my point of viev^^, which is obviously 
different, that Connecticut might do it all right. 

I don't think you could give me that guarantee that that would 
happen in 49 other States. That is the difficulty. 

Ms. Roberts. No, I could not. 

Thank you. 

Mr. RosTA. Mr. Chairman and Mr. Doyle, my name is Rod Rosta 
and I am superintendent of the Waterbury Regional Center of 
Connecticut's State Department of Mental Retardation. 

The Waterbury Regional Center is responsible for a 16-town 
service area in central Connecticut with a total population census 
second only to the New Haven region. The center has an active 
caseload of some 510 individuals at the present time. 

The vast majority of che services being provided are ncncampuo 
residential in nature with but 48 individuals residing on grounds in 
the regional center facility. As is typical throughout our State s 
regional program concept, a wide array of services are provided, 
including information and referral, counseling and specialized 
therapy services, diagnostic services, early intervention program- 
ing, funct ional education, adult-work activity and vocational train- 
ing, community planning and organization, public information and 
education, campus residential and respite placements as well as 
community alternative living situations and parent training. 

I appreciate the opportunity of appearing before you today to 
talk to you about one of our programs, an extremely important and 
vital program which is provided by the Department of Mental 
Retardation through its 12 regional programs. It is my intent to 
share with you some local perspectives and experiences that we 
have had with the program m the Waterbury area, which experi- 
ences can be generalized to other DMR programs throughout the 
State which offer the same programing component ab part of their 
normal service array. 
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Yebterda> and thlo aiurning there was substantial testimony of- 
fered which focubed on the . ^ue of deinstitutionalization, its merits 
and drawbacks, as a philosoph) and as an accepted national and 
State goal, the pragmatic realities of implementation, the different 
opinion^ on how it should be achieved and how quickly; and some 
of the emotionalism associated and surrounding the concept. 

I would like to attempt at this point in time to put the horse 
back in front of the cart, as it were, and talk about a program that 
offers not only the promise but the reality of forestalling and, in 
many instances, eliminating altogether the need for institutional 
placement. 

I speak of a program which reaches children and their families 
at one of tlieir greatest times of need, a program which provides 
direct clinical and educational assistance to the child to help maxi 
muii his ot her developmental potential while simultaneously pro- 
viding support, guidance and specialized training to the child's ^ 
parents ^ 

I bpeak about, of course, early intervention programing One of 
the major goalb of the Department of Mentaj Retardation, which 
has been articulated time and time again, is the prevention of 
institutionalization. In my opinion, and in the opinion of countless 
other professionals in the field, reaching that child and family 
early is essential in forcstatling institutional placement. 

Ab a trained psychologist. I had my beginnings in the field con- 
ductmg ba&«c and applied research on language acquisition and 
motor development in young children, investigating the processes 
in both normal and handicapped children. I have taught learning 
and development theory at the university level. I have served as 
director of education -nd clinical services at a private, nonprofit 
cummunity mental health center which offered early intervention. 

I berved as executive director of the Governor's Planning Council 
on Development Disabilities in the State of Connecticut, which 
council provided startup funding for numerous programs around 
the State in early intervention. 

Senator, I am convinced, both personally and professionally, that 
one of the greatest inve&tments of resources that we can make, to 
restate what you just said a moment ago, is in the area of early 
intervention. We are investing in children and their families. 

There is no substitute, in my opinion, for the childs natural 
family as the most appropriate nurturing source in these early 
>tMrt> of life. We have a professional, indeed, a human responsibili- 
ty to provide ab much input, support, guidance and training as we 
can for families faced with the incredibly complex and difficult 
task of raising a handicapped child. 

The investment made- early most assuredly reduces the need and 
dependence of the child on greater, more costly levels of interven 
tion later on, and clearly reduces the trauma, anxiety, guilt, confu- 
.sion, and uncertain t> which all too often becomes part cf the 
reality faced by the parents at this time in their lives. 

We began our program in Waterbury some 3 years ago with six 
Hifant.^. We currently have Ho infants and young children enrolled 
in our program currently. We utilize twc basic programing modali 
ties, one being a classroom situation, the other I ^ing a home-bound 
situation—a home oriented program. 
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The selection of the modality is based on the child's and family's 
needs well as age criteria. Our program is fully integrated into 
the comn/jnity with solid working relationships with hospitals, 
clinics, and physicians who serve as our primary source of referrals 
on the one hand and solid relationships with local nursery school 
programs and with the local school systems who assume education- 
al responsibility for a number of the children at the completion of 
our program. 

In addition to the educational/clinical services that we provide 
directly to the child, parents are involved in the training paradigm 
so that we, the professionals as it were, can trans/fer, in part, our 
skills to the parents so that they can work with their child at 
home. 

If one looks at it in terms of the time and involvement with 
children I don't think you would find a professional who would 
deny the fact that it is the child's natural parents who spend the 
majority of the time with their child and, therefore, if we get the 
skills to the parents they are certainly going to be much more 
effective than the professional who may only see the child for 2 or 
3 hours a day. 

In addition to the specialized training offered to the families, 
they also participate in more therapeutically oriented activities 
which help to assist them cope more effectively in many instances 
with the respective situations. 

In closing. Senator, I would just like to share with you a couple 
of brief comments that we received from some families that have 
participated in our program and whose children have since gradu- 
ated In the 3 years w^e have been operational, w^e have graduated 
some 27 children from the program. 

This is from a parent whose child graduated from our program 
last year. ^'Marnie is doing just beautifully. You can tell Lydia", 
who is our speech pathologist, *'that she is starting to talk and put 
words together and pronouncing them very well. She just loves 
school and goes off every day on a bus. She is becoming quite an 
independent little girl and we are very pleased with her progress. 
Thank you all for the help she received in your program. I think it 
has benefited her greatly* . 

The second letter ''Cheryl was in Karen s class", Karen is one of 
our teachers "for only a few short months but in that limited time 
Karen helped Cheryl come out of her .shell." Dr. Russman, who is a 
neurologist at Newington Children's Hospital, "saw Cheryl this 
week, 1 year after caring for her at Newin^on Children's Hospital. 
There she had been labeled as retarded with an atypical ego and 
autiblic tendencies. He could not believe the improvements and 1 
believe your school and Karen helped her get started. Thank you 
alL 

For the sake of time I won't share the other ones. 
This is a third communication from a mother whose child also 
graduated last year. 

.Jod> started ochool hist year at Century Nur!>er> School m a twu-da^ program lor 
thrrejicarKiMs She wab being seen at ^Vheeler Clinic for uccupational therapy. Thib 
year, she is in the four >ear old group which meets thrue dayh a week. She still 
attends Wheeler Clinic once a week. They just recently told me that Jody will be 
attonding kindergarten next year. She is doin^ very well but will mtfet likely 
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require ungomg »iH?cial therap> fur gross motor and fine motor work, which has 
always been her problem. 

The mother sent ys a picture of Jody. 

A special thanks to all those at WRC who worked with Jod3' and made it possible 
for her story to be such a success. 

Senator, I thank you for having the opportunity to speak with 
you today. 
Senator Weickc:r. Thank ypu. 

Mr. Fanning. Good afternoon, Senator. My name is Thomas 
Fanning. I am executive director of DATAHR, a private, not-for- 
profit agency located in Danbury, which annually serves hundreds 
of mentally retarded and handicapped people. I am also president 
of the Connecticut Association of Rehabilitation racilities,^ij orga- 
nization conbisting of over 30 community agencies servin| thou- 
sands of Connecticut's mentally retarded and handicapped people 
each year. 

I am extremely grateful for the opportunity to present some 
thoughts with regard to the importance of community programs for 
mentally retarded adults, including sev^erely retarded persons. 

Many of our mentally retarded citizens now benefit from long- 
term programing, not dead-end placement, but long-term, systemat- 
ic, developmental programing responsive to individual needs. 

In differing locales these programs might be called work activity, 
vocational therapy, adult day care or functional therapy. By what- 
ever label, these services are critical to the continuing development 
of many thousands of our mentally handicapped adults. 

We in Connecticut are deeply concerned about the future of 
these programs. 1 know that this is a concern shared by parents, 
families, and professionals throughout the country These programs 
and services are of immeasurable human value to mentally leta^d- 
ed persons and their families. 

Through these programs, many men and women define their self 
worth. They produce, they earn, their lives take on added meaning 
Through these programs many men and women grow They devel- 
op skills. They increase their ability to care for and about them- 
selves. 

They become more independent It is because of the hun>an 
worth of these programs that we are primarily concerned, Howev- 
er, it is also true that community based programs are ^ess expen- 
sive than many institutional alternatives. These are cost-effective 
programs. 

Many, if not most, of the mentally retarded adults involved in 
these day care programs reside in the homes of the their natural 
families at correspondingly less cost. As individuals acquire skills 
they increase their ability to care for themselves. 

As people grow in independence they require fewer programs 
and services, resulting in less cost. Finally, though the people I am 
talking of are severely handicapped, a substantial number, move 
from community based programs to jobs and to apartments and to 
independence. They can become taxpayers rather than tax users. 

If these programs are truly effective in both human and finan- 
cial terms, why are we concerned for their future? I believe there 
are two reasons, interrelated, that we worry. First, there is a lack 

o - 137 

ERIC 



^ 182 

op' a strong commitment to community-based programs. And, 
second, there is not suffitient funding for thes^ftrograms. 

What do I mean when I say that there is a lack of a strong 
committment to community-based programs? Isn't the byword of 
the day deinstitutionalization? Doesn't this mean movement 
toward depopulating our institutions on one hand and preventing 
people from entering them on the other? 

Absolutely- It does. But a commitment to deinstitutionalization 
does not necessarily mean an equal commitment to the develop- 
ment of community-based programs. While I have done no word 
count my guess is that much more has been written against institu- 
tions than has been written for community services. 

While effective deinstitutionalization may require an equal com- 
mitment to the development of services in the community, merely 
"lessening the populations of institutions does not. 

Thus far, our society does not have a commitment to the develop- 
ment of community-based services as it does away from institu- 
tions. 

The second cause of our concern, clearly related to the first, is 
funding. In Connecticut recently, funding wqs a problem of critical 
proportions. Since 1973, Title XIX medicaid moneys had been uti- 
lized to fund more severely handicapped persons who needed pro- 
graming in community agencies for an extended period. 

Connecticut felt that these services were eligible under medicaid 
law, as section 1901 of the law itself addresses both medical assist- 
ance and rehabilitation and other services. However, the Health 
Care Financing Administration of HEW issued an administrative 
ruling in 1979, stating that only "predominantly medical" services 
would be eligible for title XIX funding. The result in Connecticut 
could have been catastrophic to the services. However, our State, 
its executive branch, legislative branch, and administrative depart- 
ment took emergency steps to ameliorate the problems caused by 
the severely reduced title XIX funding. 

Of an expected apfiropriation p{ sqme $9 million for these'^pro- 
grarns in Connecticut in 1981-82, $8 million of 100 percent State 
funding is needed to salvage these programs at bare subsibtance 
levels. Beljeve me, we are very grateful to the State cf Connecticut 
for the support that we havs received here. 

This experience, though, amplifies the need for an increased and 
concerted commitment to community based programs and the need 
for a funding policy which recognizes the value v^f these programs 
in both human and financial terms. 

Regardless of the semantic argument as to medical assistance 
versus rehabilitation services versus habilitative services, points in 
dispute between Connecticut and HCFA, the common sense argu- 
ments weigh heavily in support of Connecticut's position. 

Funds spent in community based programs for mentally retarded 
persons are well spent in the interests of the people served in our 
society. It might also be pointed out that title XIX funds may be 
used for thes** programs for an individual who happened to reside 
in an intermediate care facility for the mentally retarded. 

It would only seem logical that they might be used for persons 
who received the same services but happen to live with their 
families at home. In these times of necessary fiscal restraint it 
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would seem logical to utilize limited resources in a most cost- 
effective manner. 

We need to increase our committment to community-based pro- 
grams that would provide long-term services for mentally retarded 
j)ersons, and we need to consistently fund these services' adequate- 

These services make the lives of thousands of uur citizens mean- 
ingful and in many ways these citizens have been able to provide 
meaning to our society. 

Senator, I would like to thank you for the opportunity to speak 
before you and also to second Mr. Schwartz earlier comments on 
your efforts on cur behalf 

Senator Wei^ker. Thank you very much, Tom, and I thank each 
member of the pane! for going ahead and supplying the committee 
with additional views of the situation. I would hope, as events 
proceed, that we will have the funding necessary to bring to reality- 
the endeavors you are engaged upon. 

Thank you very much. 

The last panel will consist of John Kennedy, Roger McNamara, 
Steve Taylor, and Cathy Stevens. 

I am delighted to have all of you here. Again, I am going to have 
to ask you to restrict your comments because I now have another 
commitment outside these halls coming up before 4 o'clock. 

Senator Williams has indicated that he, through his able staff 
assistant who is here, he would very much like to hear the full 
testimony of Mr. Taylor, so why don't we let Mr. Taylor go first 
and then travel around any way that you want. 

STATEMENTS OF STEVEN TAYLOK, UNIVERSITY OF SYRACUSK; 
JOHN KENNKDY, REGIONAL ADMINISTKATOR, HEALTH CARE 
FACILITY; CATHY STEVENS, DEPARTMENT OF MENTAL RE- 
TARDATION, LICENSING AND CERTIFICATION; AND ROGER 
McNAMAHA, SUPERINTENDENT, MANSFIEI D TRAININC; 
SCHOOL, A PANEL 

Dr. Taylor. First of all, I would like to thank you, Senator, both 
for the opportunity to present testimony today and for your effurt 
and concern on behalf of the disabled. I can tell you that your 
concern does not go unnoticed in other parts of the country. 

Senator Weickkr. Thank you. 

Dr. Taylok. My name is Steven Taylor I hold a Ph. D. in 
Sociology and while that qualifies me to present bome factb and 
evidence relevant to the subcommittee's activities, that certainly 
doesnH qualify me to resolve the many difficult legal and mural 
issues that have been presented today. 

I am also on the faculty of Syracuse University in Special Educa- 
tion and acting director of the Center on Human Policy. 

I would like to, at some point, present for the record a copy of a 
report cn title XIX that I recently completed with a team of 
researchers at Syracuse University. 

Senator VVeickkr, That report will be included in the record in 
its entirety at this point. 

[Note, In the interest of economy, the report referred to was 
retained in the files of the committee where it will be available for 
research upon request.) 
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Dr. Taylok. Fine. Thank you. t u i u 

As the previous testimony has indicated today, I think there 
is considerable controversy surrounding the issue of 
deinstitutionalization, and it is a difficult and painful time for 
many of us, with parents disagreeing with parents, professionals ^ 
disagreeing with professionals, and researchers disagreeing with 
researchers. 

Notwithstanding that controversy, I think there is an increasing 
body of professionals and parents who do support the concept of i 
deinstitutionalization. For nearly two decades Federal policy has 
supported deinstitutionalization It is ironic that today the single 
most formidable obstacle to deinstitutionalization nationally is the 
title XIX medicaid TCF/MR program. 

Somebody mentioned earlier today that perhaps the controversy 
between the institutiorx and the community really reflects a battle 
for dollars. And if that is the case— and I am not sure whether it 
is— the community is clearly losing in that battle. 

In 1978— that's the last year for which figures were available 
when we completed our report— the Federal Government made 
available $1.3 billion under the ICF/MR program, to somewhat 
over 40 States. Our review indicates that 95 to 98 percent of those 
dollars were going to institutions, not to community settings. 

I certainly would not deny that as long as people have to live in 
institutions they deserve the most decent care possible within the 
institutional setting. The problem is that under the current ICF/ 
iMR program the Federal Government, by providing huge sums of 
money for institutions, provides a strong incentive for States to 
keep people in institutions and not to place people in appropriate 
community settings. 

I could go into detail on some of the things we uncovered in our 
report about how eligibility criteria under the ICF/MR are manip- 
ulated by States to insure continued receipt of medicaid funds, but 
I won't go into that now. Just let me say that I am aware of 
children and adults who are admitted to institutions today against 
the best professional judgment of people at the institutions and 
they are admitted only because the funds are available for their 
care at the institution. 

The other major impact of the medicaid program is to encourage 
the various States to invest scarce State dollars in institutional 
staffing and construction. The medicaid standards require States 
meet certain staffing levels within institutions. They also require 
States to meet certain physical environment standards. One study ^ 
showed that in the period 1977 to 1980 alone different btates in- 
vested .$821 million in the construction and renovation of institu- 
tions. , , ^ , , . ^ - 

It strikes me as difficult to understand, at least at this point m 
history, given this controversy surrounding deinstitutionalization, 
given the professional opinions supporting the rights of people to 
live in the community, that the Federal Government is forcing 
States to lock themselves into an institutional system. Even if we 
all agreed tomorrow that everybody should live in the community 
the States could not move people out because the only way they 
have to recover these construction costs is by continued receipt of 
medicaid funds. 
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In short, the conclusion of our report is that the ICF/MR pro- 
gram is out of control. Not only is it not guided by any underlying 
policy, it runs counter to current policies and^.trends in the field of 
mental retardation and developmental disabilfties. 

Another issue we looked at in our report was the general issue of 
,^t effectiveness of services. To understand cost effectiveness, first 
you have to look at the cost of institutions and then you have to 

>ok at their effectiveness. 
As of 1979, the average operating budget for ICF/MR certified 
institutions was $27,420 per person per year, somewhat over 
$15,000 of that being the Federal share. In New York Sta^e alone 
for the Governor's proposed budget for the upcoming fiscal year 
proposes a budget of 335,900 per person per year, enormous costs. 
What are we getting for these dollars? 

We reviewed what are called medicaid deficiency reports, ICF/ 
MR deficiency reports, to try to get a sense of what federally 
mandated inspections were finding at these institutions. 

We reviewed repox^ts from 44 institutions in 31 States. Let me say 
at the outset that our overwhelming conclusion was that the sur- 
veys, the monitoring reports, were grossly inadequate, focusing far 
more on policies and far less on the quality of life and programing 
at the institutions. 

N ^withstanding that, we found massive evidence that even 
minuaal standards are not being met at these institutions. In 33 
reports there was clear evidence that residents were not receiving 
programing. 

Violations, deficiencies concerning the barenness of the environ- 
ment, lack of privacy, idleness, poor housekeeping, offensive smellb 
were commonplace at the institutions. We found specific serioub 
violations, of people's rights. • 

At one institution childrcii were living in totally enclosed cribs. 
There were locked isolation cells for residents at a couple of insti- 
tut ions in violation of the standards. At many institutions we 
found inappropriate use of restraintii. We often found people spend- 
ing days oeing restrained and indications of inappropriate drug- 
ging. 

M> sense, and over the past 6 years I have studied or evaluated 
23 institutions m 10 States, is that these deficiencies in these 
reports represent merely the tip of the iceberg. I have found condi- 
tions far worse at many ICF/MR certified institutions than are 
portrayed in these reports. At numerous institutions in ward after 
ward there is no toilet paper, no soap, no towels— the same things 
that we found 10 years ago for a lot less money. 

I found, in many institutions, wards of 30, 40 children locked up 
in a rjom during normal programing^ hours. Public Law 94-142 is 
not implemented at many of these institutions, let alone the ICF/ 
MR standards * 

Senator Wkickkr. Tell me something. Why is not the thiust of 
those, let's say, here in the State of Connecticut— I know you can*t 
speak for that— why isn't the thrust in creating the.i,c community 
settings rather than worrying about whether you are going to close 
down Mansfield or close down Southbury? 

It seems to me that if you create the facilities out here then— 
whether the facilities are entirel) adequate in the Institution level, 
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believe me, the higher up personnel are, I am sure they would be 
delighted to go ahead assuming the facilities are out there to 
receive them to start getting the population out of their institu- 
tions. Why don't we handle it that way, or why isn't it handled 
that way, that the emphasis should be on the creation of the 
various types of diverse and smaller type facilities which, if they 
are out there and if they are ready and waiting to receive the 
population of the institution? 

Dr. Taylor. I certainly agree, and somewhere along the line 
somebody said something about closing down institutions, I think 
that is unfortunate because the goal, as you suggest, is not to close 
down institutions. The goal is to create the services in the 
community. 

I think the basic problem is that there is not a flexible funding 
mechanism to do that. The basic problem underlying the ICF/MR 
program is that the dollars go to facilities, they don't go to people. 

So, for example, is I were a parent of a child, if I keep my child 
in an institution I can get whatever it is costing— $100 per day 
with the Federal Government picking up 50 to 78 percent of that. 
If I keep my child at home I can't access those funds for support 
services and, also, it is Very difficult to create community -based 
alternatives with ICF/MI^ funds. 

So, I certainly agree with your comment, I think the basic prob- 
lem is that the way the ICF/MR program is set up today is to 
provide disincentives to, move people out of institutions and to 
create those services in the community. 

And it also creates services at a far more intensive level than 
many people need. I can also say that many c"* the people I know 
who are living at ICF/MR certified institutions are not even men- 
tally retarded. T{)ey have other disabilities and somehow were 
certified as medifcaid-eligible. There are gross inequities in the 
system. 

Something is wrong when we have to spend $25,000 $30,000 
$3o,000 pei person per year and still have these kinds of conditions 
and very inadequate care at institutions. 

The final general issue I want to address is the general monitor- 
ing of these ICF/MR certified institutions. As I suggested before, 
monitoring, for the most part, focuses on bureaucratic policies, it 
focuseb on paper audits and very little direct observation of resi- 
dents. ; 

For example, I have l)een to two institutions; one in New Yoct^ 
and one in Oregon that 4re \er> comparable institutions. I found at 
one of those insitutions a medicaid deficiency report was 11 pages 
long. At the other one it .was 99 pages long. How is it possible when 
you have institutions tlicit are identical, one surveyor finds 11 
pages of violations ahd t^e next one finds 99 pages? 

Even more disturbing, I think, than the hollowiiess of the sur- 
ve>b 16 the fact that very seldom are affirmative plans required to 
correct any deficiencies. So. for example, when you find, as v/e 
found in some reports, that people are l>ing in their own feces and 
urine, the response is to write a policy that people shall no longer 
lie in their own feces and urine, and that I& accepted as a plan of 
correction and the moneys continue. 





There is no accountability in this program and the question in 
my mind is how much is enough and when will the GoVernment 
act to halt the expenditure of thousands of dollars of Federal funds 
fpr inadequate facilities? 

In our report we do offer a series of recommendations. You can 
read those in our report. I am also happy to answer any questions. 

Just let me say in concluding that personally I strongly «;upport 
the policy of deinstitutionalization. I am convinced that" retarded 
^people can grow and thrive and develop in community settings. 
And community settings may be many things, not one thing. 

As a social policy I support that. I am not sure whether social 
policy issues can solve the difficult mess \Ve are in today. Profes- 
sionals—and I consider myself a professional— 10, 15, 20 >ears ago 
told parents to institutionalize their child rei^. 

Parents made very painful decisions to do so and today, many of 
us professionals turn around and say, we v^ere wrong back then. 
We have to be sensitive^ to parentsJWe have to realize that what 
we develop as 9 somal policy— anfl 1 strongly believe our social 
policy should b^ to support deihsl|itu]^onalization totally and the 
Federal role Should be to support alternatives— cannot always tell 
us what to do with folks who live in institutions today and who 
have lived the/q^^any years. iBut the Federal Government must 
stop encouragfiig^ institutionalization. And States must show par- 
ents and otherathat deinstitutionalization can work. 

Finally, one more comment if you will tear with me, Senator, a 
year ago I would have made different recommendations than I will 
today Let me say that what I feel is extremely important at this 
point. in time is to retain the DD Bill of Rights Act. I think that is 
the one tool that parents and consumeyr^ can use to enforce their 
rights and we can*t afford to lose that tool, and the clearly estab- 
lished rights to treatment, rights to least restrictive environment. 
Thank you. 

Senator Weicker. Thank you very, very much. I appreciate it. 

Even now we will start to run over and I would appreciate it if 
we could wrap this thing up within the next 20 minutes. 

Mr. Kennedy. My name is John Kennedy. I am the regional 
administrator of the health care financing administration in 
Boston, Mass. 

Thank you for the opportunity to appear before the Senate Sub- 
committed on the Handicapped. As Chairman Weicker has request- 
ed. I will briefly describe the title XIX intermediate ^care facility 
for the mentall> retarded program. I will confine my comments to 
the current statute and regulations which govern the program. In 
addition, *I will outline current and emerging trends in the ICF/MR 
program as well as some data which you may find interesting 
relative to Connecticut. 

I would like to apologize, Senator, I did not have an opportunity 
to prepare formal testimony today. ) 

Senator Weicker, Go right ahead and just speak off the top of 
your head. That is what most of us'are doing anyway. 

Mr Kennedy; I do have a brief outline of the testimony which 
you may want. It maWxa(^e some use. 

Senator Wkicker. Fine. 
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Mr. Kennedy. I will show it to my colleagues on the panel if 
they are interested. 

Senator ^Weicker. Get to the salient points and hit the things 
that you want to talk about. 

Mr. Kennedy. I feel like requesting equal time from the first 
presentation, Senator, but I will fulfill your request that I address 
some of the legislative background. I will try to go through this 
very quickly and hopefully will be able to have an opportunity to 
comment on some of the earlier remarks. 

The legislative history for the intermediate care facility Program 
itself goes back as far as 1967. In those days it was not regarded a 
medical program qualifying for medicaid reimbursement under the 
medicaid Federal matching programs. 

As a consequence of that, those in each States that were eligible 
for that benefit back in those days, 1967 and thereafter, were 
limited to those categorically needy eligibles which meant that the 
other eligibles, categorically needy were eligible but the medically 
needy were not eligible for the program. 

In 1971, that was changed and the ICF program then became 
part of the medicaid program. At that same time, for the first time, 
legislation was introduced in the Senate that added the ICF/MR 
benefit for the mentally retarded in intermediate care facilities. 

There was very little legislative history surrounding the intro- 
duction of that. I have noted there were some points that were 
made by Senator Bellmon, who introduced the amendment in the 
Senate, and it was at that time, that being the limited legislative 
history that was available, the four point?*that Senator Bellmon 
made when he introduced that amendment and I would just like to 
touch on them because I do think that they provide the framev^ork 
for the later deve'opment of the program. 

First of all, it, of course, enabled the Secretary to establish 
standards for facilities participating in the ICF/MR Program It 
made it clear lhat the purpose of these standards were to assure 
that the facilities that developed were not simply residential facili- 
ties, that the individuals accommodated in these facilities must 
need and actually receive help or. rehabilitative services. 

So there is a clear thrust in the direction of this being a health 
or rehabilitative benefit. Finally, as a protection, so to speak, there 
was a requirement or an amendment that related to making sure 
tl.at whatever additional Federal moneys might become available 
that they would not displace State moneys that heretofore had 
been made available so that these Federal moneys as they became 
available, were in addition to a certain level that had already been 
available through the States. 

So, this concept could be embodied in th^ notion of active treat- 
ment, and the legislation, when it passed, did contain a positive 
indication in the language of the statute that active treatment was 
a key element in what was anticipated would be the benefit. 

It was with this framework that the department began to devel- 
op regulations implementing these directions and these concepts 
They were published first in 1974. The thrust was to provide a safe, 
healthy and normalizing environment which, through active treat- 
ment, would maximize independence of the individuals. 
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The regulatory provisions of the so-called conditions of participa- 
tion relative to ICF/MR's can be viewed from four, probably differ- 
ent, perspectives. There is a section dealing with administrative 
policies ard procedures relating to staff qualifications, experiential 
background and experience in the area of mental retardation. 

There are a set of requirements dealing with residential living. 
To promote the notion of Independence and of privacy, certain of 
the residential living standards were adopted requiring such things 
as no more than four persons per room, the minimum square 
footage per person, policies relating^to behavioral modification and 
the use of restraints and things of that nature. 

Finally, there were a group of regulations relating to profession- 
al and special programs and J^ervices requiring that the facilities 
either provide or have available under arrangement the appropri- 
ate medical, dental services, training, habilitation, nursing, food 
and nutrition services, physical and occupational therapy and rec- 
reational services. 

Finally, there was a set of regulatic.is that deal with health and 
safety and those involved the use of the life safety code and certain 
additional sanitation standards. 

In addition, it was felt that as a part of the same regulations a 
special consideration should be given to facilities with IZ beds or 
less and these involved permitting contractual modifications, not 
having professionals on staff, reg' itered dieticians are not required, 
exempted from certain of the n ^re rigid standards in the life 
safety code, et cetera. 

These regulations, published in 1974, originally contemplafed 
that there would be full compliance with these standards by March 
of 1077 However, because of the problems which many facilities 
were having, particularly— and I think the early remarks about 
the bias in the direction of institutionalization, large institutions, 
has to be taken in the context of situations that existed at the time 
the original legislation was introduced in 1971-1972. 

At that point in time there was a pattern for— and I think from 
the testimony that surrounded its introduction into the Senate— a 
clear indication that the objective was to begin to infuse Federal 
assistance on behalf of those patients that were in large State 
institutions. 

And at that particular time there was not a great deal of other 
facilities ur other locations for the provision of that kind of care, so 
I don't think really even from the standpoint of legislative histo- 
ry—certainly not from the standpoint of the way it was drafted, 
and certainly not from the standpoint of the way the regulations 
were drafted— that there was any statutory bias or, ultim<^.ely, 
administrative bias in favor of large State institutions. 

But the fact of the matter was that at the time the legislation 
was introduced and got off the ground, that was the primary mode 
and the primary location of the patients who were to be served by 
this benefit. 

Continuing, the active treatment provision, as I indicated earlier, 
was key to the conceptual part of this thing and it was effectively 
addressed through requirements relating to independent profes- 
sional review as well as the facility is required to do an annual 
interdisciplinary review of the patients in house. 
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The certification process has been alluded to and facilities seek- 
ing participation in the program do require to be— must be certi- 
fied by the State surveying agency. In Connecticut I believe it 
happens to be the department of mental retardation. 

It has to be certified as in compliance with these standards. 
Since 1974, we have had 48 States participating in the ICF/MR 
program. Nationally there were about 1,000 ICF/MRs serving ap- 
proximately 140,000 individuals. Three hundred of the 1,000 ICF/ 
MR's, however, are public institutions. About 70 percent of these 
house more than 200 residents each. 

Concurrently, however, from 1972 to 1979, there was a reduction 
in the residence of the public institutions, according to the studies 
available' to us, of about 34,000 people. During that same period, 
1972 to 19'i9, over 3,500 community residential facilities were estab- 
lished and 600 of these were ICF/MR's serving 15 or less patients. 

Connecticut has approximately 46 ICF's in the program. Twenty- 
six, as we heard earlier, could be classified as small facilities and in 
the neighborhood of 15 or less. Expenditures have been increased 
substantially since 1953. In 1953 the annual expenditure was ap- 
proximately $165 million. By 1978 it had crept up 800 percent to 
$1.3 billion. 

In fiscal 1980 it is anticipated that the benefit expenditures will 
account for almost 10 percent of total medicaid costs or approxi- 
mately $2 billion. 

To touch on some of the situation in Connecticut, I will simply 
indicate there are approximately 46. Tliirty-TiiTieTrf these are State 
facilities, seven private facilities. We have in the State of Connecti- 
cut approximately a total of 1,307 beds. Ninety-four percent of 
those beds are in State facilities. 

Of the 1,250 beds in State facilities, 706, or approximateh* 56 
percent, are in Mansfield and Southbury. As a matter of fact, in 
the area of per diem rates in Connecticut, I will summarize very 
quickly to indicate that taking the three kinds of classes of facilit^ 
in the State and the annual rate of expenditures, our data would 
suggest that for the large State institutions the average expendi- 
ture is 24 to $25,000 a year. For the regional centers housing 
smaller patient populations, the annual expenditure is in the 
neighborhood of $15,000 to $20,000 a year, and in the private 
facilities, of which there are only seven, the annual expenditures 
are in the neighborhood of $8,000 to $10,000 a year. 

That is a quick overview. I would be glad to go into it further. 

Senator Weicker. That is fine. We have the statistics as you 
have presented them to the committee. 

Why don't we let Cathy Stevens go here. You haven't had a 
chance to talk. I have heard Roger for 2 days running. 

Mr. McNamara. My staff feel the same way. Senator. 

Senator Weicker. Mine probably feel the same way so why don't 
we let you go. 

Ms. Stevens. I was going to suggest that if you wanted Roger to 
go, I am going to submit mine. I don't know if his is in. 
Senator Weicker. However you wouid like to do it. 
M.S. Stevens. I will skip parts of it. 

My name is Cathy Stevens. I am director of licensing and certifi- 
cation for the department of mental retardation. As you have 
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heard, the intermediate care facility program for the merxtally 
retarded was developed to upgrade the quality of life for the clients 
in the institutions, notably by decreasing the number of clients, 
renovating the ph>sical plant and increasing the number and qual- 
ity of institutional staff in onder to provide the active treatment. 

In order to reduce the population of the institutions alternative 
placements were needed in the community. Many higher function- 
ing clients needed additional skill training in group homes before 
they could move on to semiindependent apartment living. 

Hence, group homes of 15 beds or less were included in the ICF/ 
MR program The urogram has active treatment as its core compo- 
nent Part of acti' e treatment involves the postinstitutional plan- 
ning which forces the interdisciplinary teams to look to the future 
of each client's life; what skills does the client need to learn in # 
order to move on to the next least restrictive environment either 
within the institution or the community. 

The ICF^MR program has forced the professional and the admin- 
istrator to become accountable for the planning, program delivery 
^and active hands-on involvement. Professionals have been brought 
into the institutions and clients have been brought to the profes- 
sionals in the community. 

Neither system has been totally satisfactory due to the lack of 
knowledge and acceptance on the part of professionals in dealing 
with the mentally handicapped as well as resistance to complying 
with the documentation required by the regulations. 

Lack of prompt payment for services rendered has not helped the 
situation either. Society is not totally prepared or accepting of the 
handicapped Revocation of licensure is a reality. Man> providers 
are out to make a buck off the handicapped by whatever method 
possible, not necessarily in the best interest of the clients. 

Many professionals resist participating in an interdisciplinary 
team process and resent being questioned by members of other 
disciplines However, experience has shown that interdisciplinary 
or multidisciplinary system greatly benefit the clients. 



coming from a regulator's point of view as the director of both 
licensing and certification, the documentation and client's records, 
actual observations and interview with staff and clients provide the 
basis for determining compliance with the regs. 

The intent behind the ICF/MR regulations was well founded. 
However, the regulations have often gone into too specific detail, 
such as specific requirements for a QMRP, which is a qualifTed 
mental retardation professional. In other instances the regulations 
violate the client s rights and give power and authority to individ- 
uals that only a court has the right to do. 

I have worked on a task force with the National Association of 
State Mental Retardation Program Directors regarding the revised 
interpretive guidelines for small community-based ICF/MR facili- 
ties The interpretive guidelines have been an attempt to clarify or 
rectify the regulations but they are only guidelines and do not, in 
fact, have the force of regulations. 

Until the regulations are rew^tten, the ICF/MR program will 
continue to be criticized as a typical bureaucratic system. Many 
advocates feel that the program should be done away with and 
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other advocates want eligibility to be so loose and the rates so 
increased that any handicapped person would be supported by 
taxpayer's money. 

I have personally been caught i.i the middle, as a professional 
determining whether a facility tru!y needed the additional staff in 
order to provide active treatment, and as a taxpayer I have 
watched the cost of care escalate year after year. 

The ICF/MR program has not been the. sole cause of this escala- 
tion. Advocates and providers have wanted the department's licens- 
ing regulations and rates to be so flexible as to cover all areas of 
need for eve^y client and at whatever cost was necessary. 

If this were allowed then the providers would not have to adhere 
to the regulations. A five-client home and an eight-client home 
need the same number of shift staff to provide around-the-clock 
coverage. Smaller is not necessarily less expensive. 

Shift staffing does not usually lend itself to a homelike consistent 
environment, yet, the rate of staff turnover and burnout necessis 
tates shift staffing. No amount of training will compensate for 
being on duty or on call 24-hours^a day, 7 days a week. 

Title XIX payments in t;he State of Connecticut are based on a 
fee schedule and have limited provisions which do not necessarily 
allow for compliance with the regulations. Such fee schedule ad- 
dresses doctors fees, dentists, speech therapy, et cetera. 

The Title XIX ICF/MR regs were partially based on general ICF 
regulations. Surveyors trying to apply principles of normalization 
within constraints of the regulations often run into conflicts. With- 
out a thorough knowledge of program and experience with the 
mentally retarded, the surveyor cannot adequately evaluate the 
quality of life within the home or the institution. 

Surveyoio should be qualified mental retardation professionals. 
This is required of the independent professional reviewers but not 
of the ICF/MR inspectors. Inspectors who have experience with 
mentally retarded look for adult day treatment programs, for qual- 
ity of individual plans of ^are and for quality of life that someone 
unfamiliar with mentally retarded might overlook hy just adhering 
to the survey booklet. 

Modification of regulations through application may be accom- 
plished when necessary. I prepared a short list of some of the areas 
that my staff and I feel should be eliminated or modified from the 
regulations and I would also be happy to serve on any committee 
regarding rewriting the regs. 

And I would like to submit this. 

[The material referred to follows:) 

Staff Area Rkcommkndations 
eliminate 

( 1) Verification of licensure when using community services. 

(2) Inventory control s>stem in group homes. 
(•i>All cross-referencing, 

(4) Formal agreements with outside resources. 

(5) iMenus and food purchase records being kept for 30 days. 
(6»W-2SD-300 EEG—too medical model. 

(7) Autopsy. ^ ., . , o 

ibi Record Personnel— ICF/ MR not a medical facility with staff for this purpose 

<9i W- 5 1 1-528 content of records— repeat of many previous regulations. 



193 



REWORD OR COMBINE 

(1) Training and Habilitation— combine with overall plan of care. 

f2> Clarification of difference between health care and nursing care plans. Health 
care plan should be part of overall plan of care. Get away from medical model. 

f3i W30 1-308— Medical case management and treatment goals— reword and incor- 
porate into the overall plan of care. 

(4) QMRP— make the requirements a little more flexible and also mclude residen- 
tial living staff. 

(5) W354-355 Formulary— only require in institutions with a pharmacy. 

(6) Access to client's records and information is addressed in a couple different 
areas of the regulations. 

(7) Financial affairs — needs to be reworded and combined. 

Additionally, new sun-'ey booklets^are needed to match the 1978 regulations. We 
currently use 3 separate books for each survey. 

Senator Weicker. Thank you very much Cathy. The statement, 
in its entirety, will be accepted in the record and, I might add, if 
assistance is looked for we will be glad to call upon you. I am sure 
that we will be. 

Roger. 

Mr. McNamara. Senator, for the record, my name is Roger 
McNamara. In the interest of time, perhaps I will just make some 
flat statements and if people want to prove me wrong or question 
me later they can catch up with me at Mansfield. 

I think a couple of things have to be said. First of all, I don't 
know if it was the impression Dr. Taylor was trying to create, but 
certainly it is not our policy or practice to admit people to capture 
Federal money, nor do we retain them in our facilities to continue 
to obtain the reimbursement. I don't think that is what he meant 
to imply, but for the recfrd I want to make certain that our 
motives are well understood. We accept disabled pirsons to habili- 
tate and to care for them. 

As far as plans of corrections and surveys, let me just say thai 
Cathy Stevens and her staff could just as easily be archeologists. I 
think they have microscopic vision. Surveys, therefore, have been 
detailed and comprehensive in accorda.ice with the regulations. 

There has been a trend nationally. The superintendents have 
been very concerned about the extent of the regulations and the 
fact that it becomes very difficult to operate an ICF/MR with the 
myriad regulations. I know that I could operate if ''operate" is the 
correct term^my own household and satisfy the regulations. The 
program is an incremental one in nature. The regulations were 
written to allow you to add components over a given timetable. 

Tlierefore, while an agency is obtaining conformance, there will 
be deficiencies. I think that in all of our facilities in Connecticut, it 
has been demonstrated that the deficiencies are being reduced. The 
benefits, the facilities— I could enumerate them. Let me just say 
that we have m^re staff and the programs they generate, for our 
clientele. 

We received 489 positions at the Mansfield Training School alone 
since 1975 and that includes direct care staff and. professional staff. 
Active treatment has increased. We have not reached our full 
active treatment at Mansfield. We have requested additional posi 
tions for program centers, supervision and program development 

Despite what Cathy said, I think there is a dilemma in the 
decertification-certification process. If a State will respond to th( 
threat of decertification and add the staff, the services and th( 
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community living arrangements necessary to implement the postin- 
stitutional plans, fine. 

If they will not, for whatever fiscal events that are occurring and 
a facility is decertified then there will be a loss of services to the 
clients and nothing is gained by decertification, except the State's 
reimbursement is affected. 1 think the regulations need to be in- 
spected. I think they need to be reviewed. There is a great deal of 
effort that went into their writing and perhaps it is time to adjust 
the elements for optimum benefi^t for reasonable manageability 

As I said earlier, the superintendents would testify about deregu- 
lating, the ICF/MR program. Had they heard your comments the 
last coaple of days about the probable cutbacks, I think they would 
accept the regulations and accept the money and services that it 
will purchase for their clientele. 

Senator Weicker. Who— and anybody can speak up on this point; 
I see Tom Nerney in back— CARC is what, the plaintiff in this suit; 
is that correct? 

Mr. McNamara. That is correct. 

Senator Weicker. And the defendant is what, the State of Con- 
necticut? 

Mr. McNamara. No, the judge ruled that it had to be named 
defendants, Commissioner Thorne and myself as well as commis- 
sioners of other departments.. 

Senator Weicker. But basically the State of Connecticut is repre- 
senting you, is that correct? 

Mr. McNamara. That is true. 

Senator WiCICKEr. Obvioubly the main purpose of these hearings 
was to get a very thorough overview of the situation here in the 
State of Connecticut, which is not atypical of that that exists across 
the country, and in that sense I think the hearings, at least to this 
particular Senator, have been extremely educational. 

We do have a great deal of work to do on the committee in the 
months ahead both in the reauthorization hearings and also when 
It comes time to determine what the priorities of funding are going 
to be. Also, the conditions of funding as that develops. 

In a narrower sense, and more specifically, as it deals with the 
situation in Connecticut, 1 would like to suggest the following, and 
this is not in any way a command but a suggestion. 

1 would like to digest what has been said here today, talk with 
my staff on it and 1 would hope that sometime within the next 
month CARC and the State of Connecticut would avail themselves 
of my offices in the sense of seeing whether or not anything can be 
accomplished by the route of talking. 

1 don't mean to substitute myself as a lawyer here but 1 honestly, 
after I get all through, 1 will bet you that I wouldn't disagree with 
10 percent of what everybody has said, and under those circum- 
stances I think the matter is far better resolved as between our- 
selves than the court of law. That is my opinion. 

And there are some real problems that have arisen de facto by 
virtue of what ib going on in the Congress of the United States 
right now. So I offer that for what it is worth. 1 am not in a 
position to tell CARC or the State of Connecticut what to do. 

If there i& any way I can be helpful, 1 will be more than glad to 
act m that capacity. I think we all understand the problem of the 



195 



parents, of man>^ of the children and adults of both Southbury and 
Mansfield. I don't think it takes any super intelligence to see what 
the difficulties are. I think they relate probably in the main to 
systems in the past that are no longer adequate, and yet there is 
still a human problem regardless of what science dictates, or leads 
us to. 

I don't think that it really takes any particular genius— I am 
talking now from the layman's point of view, which is certainly 
what this Senator is^to see the direction in which care is going 
and should go. I won't dispute that. And I think I have accurately 
described to all of you what the situation is when it comes to the 
attitudes in Washington and, more particularly, the attitudes of 
Congress at this time. 

I might add also that I think many times it does take action by 
the citizenry to get government to get off its backside and do the 
right thing, so I am not in any way surprised or dismayed by the 
fact that a lawsuit has been instituted. 

Having said all that, I think I come away from these hearings 
certa-nly better equipped to handle my duties in the years ahead 
as chairman of th^ committee, and also the hopes that with that 
knowledge in hand maybe with the belief on alllof your parts that 
there can be a fair resolution of difficulties aifd'that we get on to 
that particular task. 

The larger task that confronts all of us is to make certain that 
this Nation— never mind the State of Connecticut— this Nation 
must still demonstrate the conscience that has brought us to the 
point where probably among all nations we lead in the caie of 
those that need our special attention. 

This country, unfortunately, ha^ become rather narrow in its 
vision and of a rather mean and questioning spirit so fc** as it 
regards itself and its citizens. In that fight, believe me, all hands 
are needed, so I would hope in both those regards, the general 
picture, that I could count on the support of those that are present 
and, the more specific situation, that thoughts other than those 
that dominate the scene at the present time might be given consid- 
eration by the various parties. 

With those comments the hearing is adjourned and the record 
will remain open for any further statements that those interested 
care to make. Thank you very much, 

[Whereupon, at 3:57 p.m. the subcommittee adjourned.] 
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